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Introduction to the Portfolio 1
INTRODUCTION TO THE PORTFOLIO
This portfolio contains a selection of work completed during the PsychD in Clinical Psychology. 
Volume 1 of the portfolio comprises: the academic dossier, containing five essays covering both 
core and specialist topics; the clinical dossier, consisting of summaries of all placements 
undertaken and summaries of five formal clinical case reports; and the research dossier, including 
the service related research project completed on placement in Year 1, the literature review 
completed in Year 2, and the major research project completed in Year 3.
Volume 2 of the portfolio will be kept within the Psychology Department of the University of 
Surrey due to the confidential nature of the clinical material. Volume 2 contains the five formal 
clinical case reports and relevant placement documentation including placement contracts, 
logbooks of clinical experience and placement evaluation forms.
The work presented in each section of this document reflects the range of client groups, 
presenting problems and psychological approaches covered during the course. In order to 
demonstrate how my academic, clinical and research skills have developed throughout the course, 
the work within each section is presented in chronological order.
Academic Dossier 2
ACADEMIC DOSSIER
OVERVIEW
This section contains four selected essays from the core client groups studied 
during the first and second years of training, and one essay on a specialist topic 
from the third year. These essays critically examine the theory and practice of a 
range of psychological approaches to various issues experienced across the life 
span.
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CRITICALLY EVALUATE THE THEORETICAL BASIS AND 
EFFICACY OF COGNITIVE BEHAVIOURAL TREATMENT FOR 
GENERALISED ANXIETY DISORDER.
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CRITICALLY EVALUATE THE THEORETICAL BASIS AND 
EFFICACY OF COGNITIVE BEHAVIOURAL TREATMENT FOR 
GENERALISED ANXIETY DISORDER.
GENERALISED ANXIETY DISORDER 
Definition
Generalised anxiety disorder (GAD) is currently defined in DSMIV (APA, 1994) as excessive 
anxiety and worry about a number of different events. Worry is experienced as difficult to 
control, and is the main feature of GAD. Worry can be defined as apprehensive expectation, a 
chain of thoughts concerned with future events where there is uncertainty of outcome, and 
thwarted problem solving (Wells & Butler, 1997).
The definition has been refined twice since the DSM III (American Psychiatric Association,
1980) and DSM III-R (American Psychaitric Association, 1987) definitions. DSM III-R made a 
distinction between GAD worry and worry associated with another Axis I disorder. However, 
this revision did not seem to make it more diagnostically reliable (DiNardo, Moras, Barlow, 
Rapee & Brown, 1993). DSM IV incorporated a criterion regarding the uncontrollability o f the 
worry - although studies examining the diagnostic reliability of the recent definition of GAD are 
presently insufficient.
There are no recognised behavioural features associated with GAD, such as phobic avoidance of 
a specific situation. Instead, worry shifts from one domain to another. A study by Butler, 
Cullington, Hibbert, Klimes & Gelder (1987a - cited by Wells & Butler, 1997) revealed that 64% 
of their patients reported non-phobic avoidance in the form of more subtle cognitive and affective 
ways. As the DSM IV criteria of GAD do not include such avoidance, the validity as well as the 
reliability of the definition is also open to debate.
THEORETICAL BASIS
This section will question how well the cognitive behavioural model explains GAD. Beck & 
Emery (1985) were the pioneers of ‘cognitive therapy’ (also known as cognitive behaviour 
therapy or ‘CBT’) for anxiety disorders. The basis of CBT, as described by Aaron T. Beck, is to 
identify dysfunctional underlying cognitions, challenge them, and provide evidence against them 
through the use of behavioural experiments. Beck & Emery (1985) anticipated that CBT would
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have the indirect effect of reducing the somatic, affective and behavioural symptoms of GAD, as 
they are theoretically maintained by the underlying cognitions, which are challenged through 
CBT.
Early Cognitive Models of GAD
Beck & Emery (1985) described how the individual with GAD has an underlying negative self- 
concept, such as his/her perceived ability to deal with problematic situations. This negative self­
belief lowers self-confidence in problematic situations, and increases anxiety about his/her ability 
to cope in the situation. The anxiety is further maintained by the symptoms of anxiety which 
lower efficacy and increase fatigue, further negating ‘the sense of control over thinking and 
performing’ (Beck & Emery, 1985, pg. 102).
Wells & Butler (1997) describe how early cognitive treatments based on the work of Beck were 
concerned with three main ideas. Firstly, the idea that GAD is maintained by individual reactions 
to anxiety. Therapy was aimed at breaking the vicious circle of maintenance, through the 
identification and modification of individual maintaining factors. Secondly, exposure techniques 
were not advocated because the behavioural avoidance of environmental triggers is not an 
obvious feature of GAD. Thirdly, anxiety was classified as a normal response to uncertainty 
about the future, and treatment was based on enhancing alternative, more effective, coping 
resources. Treatment focused on keeping problems (worries) in perspective and challenging 
underlying beliefs about vulnerability. Another alternative coping resource may also include 
teaching symptom management techniques.
Recent Developments in the Cognitive Model of GAD 
Uncontrollability
Vasey & Borkovec (1992 - cited by Wells & Butler, 1997) found no differences in the content of 
the worry in chronic and non-worriers. As many as 30% of the adult population may experience 
sufficient anxiety at some point in their lives that some form of clinical intervention may be 
useful (Shepherd, Cooper, Brown et al, 1966 - cited by Durham & Allan, 1993). Therefore, it is 
necessary to examine the difference between GAD presenting itself as a clinical disorder, and the 
experiences of excessive tension and worry in the population in general (Durham & Allan, 1993).
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Wells & Butler (1997) cite a number of studies that have identified the perceived 
uncontrollability of worry as the difference between normal and problematic worry (Borkovec, 
Shadick & Hopkins, 1991, Wells, 1994a, Craske, Rapee, Jackel & Barlow, 1989, Rapee, 1991, 
Kent & Jambunathan, 1989), although they fail to give a critical analysis of these studies. They 
also proposed a cognitive model of GAD centred around the uncontrollability o f worry, 
incorporating Borkovec’s theory of the uncontrollability of wony (Borkovec et al, 1991 - cited by 
Wells & Butler, 1997). Worry is suggested to be a way of avoiding distressing images or 
thoughts, and is reinforced as a strategy because it alleviates the unpleasant emotions caused by 
the images or thoughts. The worry is thought to become uncontrollable because its reinforcement 
will lead to a loss of control over the activity. The anxiety is further maintained if the distressing 
emotional thoughts or images are not processed.
Evidence to support this theory includes a study by Borkovec & Hu (1990 - cited by Wells & 
Butler, 1997) which showed that speech-anxious subjects instructed to worry prior to imagining a 
phobic scenario had lower heart rates than subjects involved in neutral or relaxed thinking. 
However, the worry group reported an increased level of subjective fear than the neutral group. 
These results suggests that wony prevents somatic forms of anxiety, which may be rewarding and 
reinforce worry as a strategy.
Butler, Wells & Dewick (1995 - cited by Wells & Butler, 1997) found that subjects who were 
instructed to wony immediately after seeing a gruesome film reported significantly more 
intrusions than subjects who ‘imaged’ the film or ‘settled down’. Wells & Butler (1997) suggest 
that this study indicated that worry blocks emotional processing - however the notion of 
‘emotional processing’ put forward is vague, and increased thought intrusions are not direct 
evidence of decreased emotional processing. Indeed, Wells & Butler (1997) themselves cite a 
study by Wells & Matthews (1994) which demonstrates an alternative explanation of intrusive 
thoughts, where wony primes automatic processing units responsible for the detection of threat, 
‘such that threat-related information is likely to intrude into consciousness’ (pg. 168).
Wells & Butler (1997) suggest that there is evidence that the uncontrollability of worry may be 
maintained by an additional mechanism (Wegner, Schneider, Carter & White, 1987, Wells & 
Davies, 1994 - both cited by Wells & Butler 1997). When individuals engage in thought control 
strategies, such as attempting ‘not to think’ about certain subjects, the suppressed thought seems
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to occur more often, thus negating the sense of control an individual has over his thoughts. Wells 
& Butler (1997) suggest that GAD patients may use both wony and thought control strategies to 
try and avoid unpleasant thoughts. These processes increase the intrusion of distressing thoughts, 
via the mechanisms described above, and paradoxically lead to an increased sense of the 
uncontrollability of wony. This theory is convincing in view of the empirical support for both 
the phenomena and explanation of the uncontrollability of wony - although the scientific rigour 
of the studies is not even mentioned by Wells & Butler (1997).
Meta-Worry
Wells (1995 - cited by Wells & Butler, 1997) made a distinction between two types of worry :- 
Type 1, concerned with external and internal (npn-cognitive) events such as health and 
relationships; and Type 2, concerned with worry about negative internal cognitive events, such as 
worrying about worry - or ‘meta-worry’. Wells & Butler (1997) claim that meta-worry includes 
GAD patients’ negative appraisals about the uncontrollable and intrusive nature of worry, and 
that it is an important feature of GAD because these aspects differentiate GAD worry from 
normal worry. They cite Wells’ (1995) model, which accounts for the similarities between 
normal and GAD worries, and also demonstrates how worry becomes pathological. Firstly, they 
suggest that positive beliefs about worry are developed, such as ‘worrying helps me cope’, where 
worry is developed as a safety behaviour in order to avoid failures in the future. Negative beliefs 
about worrying (meta-worry) may then develop, such as ‘I can’t control my worries’. The 
individual tries to suppress or avoid the negative consequences of worrying in line with the 
negative beliefs, such as reassurance seeking and thought control strategies, but is unable to 
abandon worry because this is discrepant with the positive beliefs.
Within the model of meta-worry, Wells & Butler (1997) fail to explain how positive beliefs about 
worry are developed and maintained. They describe how meta-worry is developed and 
maintained, although they do not support this with any additional empirical evidence than that for 
the uncontrollability of worry. Wells & Butler (1997) claim the development of meta-worry is an 
awareness that worry is dangerous, culturally unacceptable, and abnormal. Meta-worry is 
maintained by the increasing uncontrollability of worry due to: the greater accessibility of 
negative information through repeated worrying; increased avoidance, thought control attempts 
and threat monitoring which prevent the individual from disconfrrming dysfunctional beliefs; and
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the emotional consequences of wony which maintain anxious affect and may further contribute to 
worry.
Appraisals
Butler (1993) found that the degree to which patients appraise ambiguous material as threatening 
was the single most important predictor of outcome after treatment with CBT. ‘Apprehensive 
expectation’ about general, external threats, is described by Butler (1993) as the main cognitively 
defining feature of GAD.
Implications for Treatment
Based on Butler’s (1993) findings, Wells & Butler (1997) propose that cognitive treatments 
should either target the source of faulty information processing or target the faulty appraisals 
themselves. They suggest possible sources of faulty appraisals in GAD as including thought 
control strategies, attentional processes and the effects of worry on information processing.
Based on Wells’ and Borkovec’s theories described by Wells & Butler (1997), it is argued that 
treatments should initially challenge meta-worry and the uncontrollability of worry, not merely 
challenging Type 1 worries, as traditional Beckian treatments have done. Wells & Butler (1997) 
present a detailed cognitive analysis of GAD, which suggest that treatment should be focused on 
the difference between normal and GAD types of worry. If treatment does not focus on this 
difference, they propose that treatments will have a higher relapse rate, as the beliefs that drive 
worry routines are still present.
These recent cognitive models have provided convincing explanations of the cognitive 
behavioural mechanisms involved in GAD. The theories of uncontrollability and apprehensive 
expectation are currently the most cogent because they are supported by empirical studies.
EFFICACY 
General Review
In 1993, Durham & Allan reviewed the psychological treatment of GAD between 1980-1991. 
Fourteen studies using the State Trait Anxiety Inventory (STAI-T) and Hamilton Anxiety Scale 
(HAS) as pre and post standardised anxiety measurements, were examined. Techniques included
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cognitive behavioural therapy, biofeedback and nondirective therapy. Two studies reviewed 
suggested that Beckian cognitive therapy was more effective than behaviour therapy (Durham & 
Turvey, 1987, Butler, Fennel, Robson & Gelder, 1991). Three studies found that cognitive 
therapy is less effective than (Blowers, Cobb & Matthews, 1987), more effective than (Borkovec, 
Matthews, Chambers, Ebrahimi, Lytle & Nelson, 1987) and as effective as (Borkovec & 
Matthews, 1988) non-directive therapy. However, cognitive therapy still gave the best results 
post treatment and at follow up, in comparison with relaxation training, meditation, behaviour 
therapy and biofeedback.
Meta Analysis
Chambless & Gillis (1993 - cited by Roth & Fonagy, 1996) performed a meta analysis on seven 
studies between 1987 - 1992, where GAD diagnosed to DSM III-R criteria was treated with CBT 
in contrast with control groups. There were large post-therapy effects, showing CBT to be 
markedly superior to the control groups, where the pre-post treatment effect size was 1.69, and 
the pre-treatment-follow up effect size was 1.95.
Specific Studies
i) Early CBT
In a study by Ramm, Marks, Yuksel & Stem (1981) patients practised self-statements such as ‘I 
can cope with these feelings’ in the clinic, and then in vivo. Panic attacks were found to decline 
in number but there was not a significant decline in general anxiety.
ii) CBT vs. medication
Power, Jerrom, Simpson & Mitchel (1989) carried out a controlled comparison between cognitive 
behavioural therapy, diazepam and a placebo for GAD. They found that CBT was superior to 
diazepam both at post-treatment and at a 12 month follow up.
Power, Simpson, Swanson, Wallace, Feistner & Sharp (1990) assigned 101 patients to one of five 
groups: diazepam, placebo, CBT, and diazepam or placebo both in combination with CBT. Ten 
weeks of treatment were offered, controlling for therapist attention in the groups taking diazepam 
and placebo alone. Recovery was measured by an HAS score of more than 2 standard deviations 
from the pre-treatment range. Between 83-86% of the patients in three groups receiving CBT
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recovered, in contrast with 68% in the diazepam alone and 37% in the placebo alone groups. At 
the 6-month follow up, 70% of CBT patients, 40% on medication and 21% on placebo pills 
maintained gains. This study shows that the techniques used in CBT, rather than therapists 
attention, were more effective than medication immediately after treatment, and even more so at 
follow up.
Biswas, Biswas & Chattopadhyay (1995) compared CBT with biofeedback and pharmacotherapy, 
and the findings indicated that all three were effective in reducing anxiety symptoms, but the 
appraisal of the phenomenon of anxiety (cognitive distortions, self-control and locus of control) 
was superior in the CBT group. After four months follow up, the results indicated that CBT was 
more effective compared to pharmacotherapy, although there was no significant difference 
between biofeedback and CBT at follow up.
iii) CBT vs. Behaviour Therapy
Durham & Turvey (1987) treated 51 patients with GAD of at least one year’s duration, assigning 
them to either 16 sessions of either CBT or behavioural treatment. Post-treatment gains were 
similar, although at 6 month follow up 62% of CBT patients were greatly improved, in contrast to 
only 30% of those treated with behaviour therapy.
Butler et al (1991) contrasted cognitive behavioural therapy with behaviour therapy, and included 
a waiting list control. The results showed that CBT along Beckian lines is more effective than 
behaviour therapy across a range of symptoms. Clinical significance was assessed using cut off 
points of 10 or less on the Beck Anxiety Inventory and Hamilton Anxiety Scale, and 6 or less on 
the Leeds Anxiety Scale. Only 32% of patients receiving CBT met the criterion, although this 
was superior to 16% of those receiving behaviour therapy. However, at 6 months follow up the 
CBT group had 42% of patients who met the criterion in contrast to the behaviour therapy group 
who had 5% of patients meeting the criterion.
iv) CBT  vv. Other treatments
Durham, Murphy, Allan, Richard, Treliving & Fenton (1994) compared the efficacy of CBT, 
psychotherapy and anxiety management training. Post-treatment all the groups improved to 
similar levels. However, at 6-month follow up, two-thirds of the CBT group, one-third of anxiety
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management group, and one-fifth of the psychotherapy group experienced a return to functioning 
within the normal range.
Durham, Allan & Hackett (1997) compared cognitive therapy, analytic psychotherapy and 
anxiety management training. Cognitive therapy was superior to other treatments - 72% of the 
cognitive therapy group showed improvement, compared to 31% of those receiving analytic 
psychotherapy and 38% of those receiving anxiety management.
Common Problems with GAD Studies
i) Follow up & control groups
In the Chambless & Gillis (1993 - cited by Roth & Fonagy, 1996) meta-analysis study the follow- 
up data was sparse. Despite this limitation, the single meta-analytic review of CBT for GAD 
clearly showed a very large post-therapy effect size.
Out of the 14 studies in Durham & Allan’s (1993) study using pre and post standardised 
measurements, only half followed up treatment effects (Roth & Fonagy, 1996). However, there 
were some well designed studies included in Durham & Allan’s review, such as Power et al 
(1990), who included control groups and follow up data.
ii) Quality of CBT
In the early study by Ramm et al (1981) the negative effect of the poor quality of cognitive 
therapy is evident. The self-statements that were recited were not matched to the individual 
beliefs or negative cognitions of the patients. In addition, such early methods applied cognitive 
strategies separately to behavioural strategies (Wells & Butler, 1997). The CBT used in later 
studies emphasised a unifying rationale whereby the patient’s own beliefs are elicited, and re­
examined with the aid of behavioural experiments. In Butler et al’s (1991) scientifically rigorous 
study, independent observers rated tapes of therapy to ensure the quality of CBT.
However, most studies have failed to indicate the particular constituents of their chosen models, 
making it difficult to assess which are most effective. In addition, the most recent cognitive 
theories of GAD, where treatment would focus on the uncontrollability of worry and meta-worry, 
have not yet been evaluated in practice.
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iii) Sample characteristics
In Durham et al’s study (1994) 80% of patients had comorbid Axis I disorders, such as 
agoraphobia, and 46% also received an Axis II diagnosis, usually of avoidance or dependent 
personality disorder. People with personality disorders are significantly less responsive to 
standard psychological treatments (Beck & Freeman, 1990). GAD patients’ ability to respond to 
treatment may be hindered specifically because their difficulties related to their personality 
disorder may act as a trigger for a bout of worrying (Wells & Butler, 1997).
Power et al (1990) did not include patients who suffered from chronic anxiety because they 
claimed chronic anxiety patients are more difficult to distinguish from those with personality 
disorder. The amount of treatment required and the expected failure of CBT for those with 
chronic symptoms would be expected to be greater than those without. Power et al’s (1990) 
results need to be interpreted with this in mind, as CBT appeared more effective in their study.
Other sample characteristics that relate to treatment outcome include socio-economic status, 
psychosocial stressors, previous treatment, attitude to psychological therapy, medication usage 
and selection criteria. Different studies have reported on samples with widely varying sample 
characteristics, and yet Durham & Allan (1993) note that there is a relationship between all these 
variables and the efficacy of the treatment of GAD.
iv) Assessment of therapeutic change in outcome
Improvements after CBT may be due to the fact that standardised self-report questionnaires used 
in GAD studies include questions about cognitions. That is, it may be an increased awareness of 
the contribution of cognitions to the phenomenon of anxiety, rather than a reduction in the 
patients symptoms of anxiety, that is being measured by the self-report questionnaires. Biswas et 
al (1995) recognised this difference between a reduction in anxiety symptoms, and the appraisal 
of the phenomenon of anxiety.
Interpretation of categorical data should also be treated with caution as the categories to which 
patients are assigned depend on the raters’ subjective opinion of improvement.
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Durham & Allan (1993) reviewed 14 studies that used pre and post standardised measurements to 
measure the significance of treatment outcome. However, measuring a return to normative 
functioning may be more indicative of a clinically significant change (Roth & Fonagy, 1996) - 
where a reliable change is that of a post treatment level of functioning of 2 standard deviations 
outside the mean of the dysfunctional distribution (cut-off points on anxiety scales), or 2 standard 
deviations from the pre-treatment scores. However, Durham & Allan (1993) point out that a 
return to normative functioning remains arbitrary in the absence of universally agreed measures 
of change with adequate normative data.
Despite the criticisms, the ‘limitations of the experimental method can be balanced with single 
case studies, naturalistic investigations, process studies and the like’ (Durham, 1995, pg. 266). 
However, single case studies may be helpful for informing clinical practice, but they do not 
convince purchasers, and it is also necessary to cany out experimental studies to try and show a 
more objective improvement after therapy.
CONCLUSIONS
In those studies that have compared CBT with other treatments, except for the early study by 
Blowers et al (1987), CBT has either been of comparable effectiveness or has excelled compared 
to the other treatments. The cost of psychological therapies may be higher relative to medical 
interventions, but the follow up studies showed that CBT has longer lasting effects than medical 
treatments, and therefore appears more economical in the long term.
The theoretical basis of CBT for GAD may be improved by conducting empirical studies into the 
theoiy of meta-wony. The efficacy of CBT for GAD may be improved by translating recent 
cognitive theories into treatment, and ensuring that the quality of CBT is monitored. The studies 
into the efficacy of CBT for GAD may be improved and become easier to compare if the above 
limitations were addressed, focusing on the adoption of:- empirically sound designs, including 
follow up and control groups; well-defined cognitive behavioural treatments; the same inclusion 
criteria; the same measurements; and a shared definition of a clinically significant improvement.
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WHAT WERE SOME OF THE DRIVING FORCES BEHIND THE 
MOVE TOWARDS CARE IN THE COMMUNITY FOR PEOPLE 
WITH LEARNING DISABILITIES AND WHAT IS THE ROLE OF 
THE CLINICAL PSYCHOLOGIST IN RESETTLEMENT?
DRIVING FORCES BEHIND THE MOVE TOWARDS COMMUNITY CARE
Community care for people with learning disabilities is not a new concept. Prior to the industrial
revolution, most villages allowed ‘idiots’1 to reside in their community. However, in other areas 
local midwives killed them at birth. During the latter half of the nineteenth century, the work of 
the French physician Itard, who publicised the training of The Wild Boy ofAveyron (1801 - cited 
by Race, 1995), and Itard’s pupil Seguin, prompted the view that “given suitable attention and 
training, ‘idiots’ and ‘imbeciles’ were capable of learning simple tasks which could enable them 
to survive in certain parts of society” (Race, 1995). Consequently, it seems that the first asylums 
were intended to be skills training centres, after which people with learning disabilities returned 
to the community (Race, 1995).
According to Race (1995) the confused terminology of the Lunatic Asylums Act of 1853 and the 
Idiots Act o f 1886 allowed local authorities to send the majority of their people with learning 
disabilities to these special asylums without providing alternative care, resulting in the separation 
of people with learning disabilities from community life. Tizard (1958) proposed that a change in 
medical and scientific opinion at the turn of the century caused asylums to become self-sufficient 
institutions to keep, rather than train, people with learning disabilities. Tizard (1958) attributed
the change of opinion firstly to Binet’s standardised intelligence test, which led to the idea that
2
intelligence is inherited and unaltered by training , and secondly to the eugenics movement, 
which proposed that handicapped people were a financial drain on society which would only 
increase with their ‘excessive reproduction’. Tizard (1958) argued that such opinions led to the 
procedure o f ‘certification’ and, effectively, life-long institutionalisation, which came about with 
the Mental Deficiency Act of 1913. The Act gave powers to the Boards of Control of County
1
The Mental Deficiency Act of 1913 defined 4 categories of learning disability: idiots, imbeciles, feeble­
minded persons and moral imbeciles. The definition of ‘idiocy’ is synonymous with the World Health
Organisation definition o f‘profound retardation’ (Clarke, Clarke & Berg 1985).
2
However, Binet did not intend the standardised intelligence test to lead to the idea that intelligence is 
unaltered by training (Race, 1995).
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Councils to prevent discharge of anyone thought unfit to leave, and remained essentially the same 
until 1959 (Race, 1995).
Tredgold (1952) reported the number of people receiving institutional care increased more than 
sevenfold during the first and second world wars. O’Connor & Tizard (1954) found that the 
average IQ of a sample of the ‘feeble minded’ group from 12 institutions was over 70. McCord 
(1982) suggested that the “unspoken & perhaps unconscious” role of health services has 
historically been to function as a social control mechanism and Race (1995) supported this view 
by arguing that people deemed to be anti-social were certified without having a learning disability 
per se. The result was an increase in the size of institutions until “the tendency to build large 
institutions for about 2000 patients in isolated country areas was a definite policy” (O’Connor, 
1965), and institutions became dilapidated and overcrowded (Morris, 1969).
3
After World War II, it appears that attitudes outside institutions towards ‘unfortunate members’ 
of society began to shift (Race, 1995). In 1951, the National Council for Civil Liberties (1951 - 
cited by Race, 1995) published several reports which alleged the wrongful and permanent 
detention of patients. Several years later, a report by King Edward’s Hospital Fund (1955 - cited 
by Race, 1995) highlighted the extremely poor physical conditions and prison-like existence of 
people in institutions. Race (1995) suggested that these reports and the activities of pressure 
groups such as the newly founded National Society for Parents of Backward Children (now 
MENCAP, the Royal Society for Mentally Handicapped Children & Adults) prompted the Royal 
Commission on the Law Relating to Mental Illness and Mental Deficiency in 1957 (DHSS - cited 
by Rose 1993). Research carried out by psychologists challenged the view that people with 
learning disabilities had no potential for learning and developing skills (e.g. Clarke & Hermelin, 
1955), although at that time such findings were reportedly of secondary importance to the 
appalling physical conditions in institutions (Race, 1995).
The report of the Royal Commission was the first of many to recommend a move towards 
“community care”, but the Commission’s main recommendation was to abolish compulsoiy 
detention and certification of people with learning disabilities. The subsequent Mental Health
Following the National Health Service Act in 1948, the management of institutions was transferred to the 
new hospital authorities, and became known as ‘hospitals’, but for the purpose of this essay they will 
continue to be referred to as institutions.
People With Learning Disabilities Essay 22
Act ofl959 (DHSS, cited by Race, 1995) required local health authorities to provide 
training/occupation, residential accommodation,'the appointment of mental welfare officers and 
other community services - but as Race (1995) points out the recommendations were not specific 
and authorities lacked the capital to provide such facilities, so that training/occupation was often 
interpreted as the appointment of a mental welfare officer. Residential accommodation was still 
provided for by institutions, being seen by authorities as a ‘health’ issue rather than a social one.
Ten years later, in 1969, 52,000 people with learning disabilities still lived in institutions 
compared to only 4,850 living in community accommodation (White Paper, 1971 - cited by Race, 
1995). Race (1995) argued that the reason for the status quo in the face of growing opposition 
throughout the 1960’s was the strong influence of the medical profession. Such opposition to the 
medical view came from research carried out by psychologists such as Tizard (1964), who 
continued to make a good case for the residential care and industrial training of people with 
learning disabilities in favour of institutional care. In particular, the famed Slough experiment 
(Baranjay, 1971) showed the success of a rehabilitation scheme which set up a social and 
industrial training centre in the community.
Race (1995) suggested that opposition to the medical view also came from enquiries into 
allegations of cruelty and neglect in psychiatric hospitals that drew public attention to the issue of 
institutional care. In addition, Morris (1969) conducted a comprehensive sociological study 
which highlighted the appalling physical conditions in institutions, the low numbers requiring 
actual nursing care, low staffing levels, poor communication between staff with no consensus 
about treatment objectives, and the isolation, both physically and socially, of people in 
institutions from friends, relatives and services in the community.
Politically, such findings won the support of the Labour Government minister Richard Crossman, 
which, Race (1995) argues, coupled with increased public interest and the criticisms made by 
professionals outside the institutions such as Kushlick (1969) and Gunzberg (1970), prompted the 
White Paper “Better Services for the Mentally Handicapped” (DHSS 1971- cited by Race, 1995). 
The Paper advocated a reduction from 90% to 40% of institutional beds, but gave no firm 
indications of how this might be achieved. Race (1995) criticises the assumption of the Paper 
that the joint planning necessary for a comprehensive service is possible with three separate 
bodies - education, health and social services - each with separate financial and political control.
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Consequently, progress was slow during the 1970’s, although there were two significant 
developments in the move towards community care during this time.
Firstly, the concept of normalisation (Wolfensberger, 1972), became a guiding principle for those 
seeking change in services (Race, 1995). The principle of normalisation is that services should 
offer patterns and conditions of every day life, as closely related to the norms and patterns of 
mainstream society as possible. The principle of normalisation also includes the concept of social 
role valorisation -  which is, “fundamentally about improving the relationships of people with 
others in society, to counteract the process of devaluation” (Williams, 1995). The process of 
devaluation is “the way in which society, and services, casts people with handicaps into certain 
roles and reinforce those roles by the way in which service activities are carried out” (Race,
1995).
Secondly, Barbara Castle, as Secretary of State at the DHSS in 1974, responded to pressure from 
researchers and carried out a number of initiatives, including setting up the Jay Committee in 
1975 (Race, 1995). The principles of normalisation were included in the recommendations of the 
Jay Report (1979 - cited by Race, 1995). The Jay Report also endorsed the policy of joint 
financing and planning which had been set up to bridge the gap between hospital and community 
provision. However, difficulties over joint financing and planning can be seen to have hindered 
progress towards community care, with Race (1995) observing that “you can lead joint planners 
to the table but you cannot necessarily make them plan”. Rose (1993) suggests that the main 
reason for the failure of the Jay Report to improve inter-agency working was the open hostility 
between mental handicap nursing staff towards colleagues in local authorities because the Jay 
Report suggested that the Central Council for Education and Training in Social Work should be
4
given responsibility for training all mental handicap residential staff.
By 1981, “the Jay Report..had been quietly buried..and with it the heated controversy and 
commitment to the extra expenditure that the government was too anxious to avoid (Ryan & 
Thomas, 1987). Therefore, despite entry into the service language, the principles of 
normalisation advocated in the Jay Report did not appear to have a major impact on services 
(Race, 1995).
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In 1986, it became clear that the full resettlement of people with learning disabilities into the 
community had failed (Audit Commission, 1986 - cited by Rose, 1993). Following the 
publication of the Audit Commission’s report, the government asked Sir Roy Griffiths to review 
community care. The Griffiths report (1988 - cited by Rose, 1993) suggested strategic change.
The government responded with a White Paper “Caring for People” (Secretaries of State, 1989 - 
cited by Rose, 1993) which received parliamentary assent in 1990 as part of the Community Care 
Act (DOH, 1990 - cited by Rose, 1993), which gave Local Authorities a lead agency role and a 
single budget to cover costs of community care. Institutions were, and still are, in the process of 
being closed, but alternative residential accommodation began to emerge in the community at a 
faster rate (Williams, 1995). However, in 1994, 27,000 people still remained in long stay 
institutions and as much as 60% of money (Health and Social Services) was locked in 
institutional provision (Wright, Haycox & Leedham, 1994).
Despite this, the closure of institutions and the move towards community care has finally been 
officially operationalised. Such official policy may have been influenced by financial pressures - 
Malin (1994) suggested that political motivation was linked to the high cost of running traditional 
hospital services. Yet it has been argued that the driving forces behind the official government 
policies also came in the form of unofficial social policy, such as publicity about the conditions in 
institutions, research into the benefits of community care, and a change in the philosophy of care 
from the eugenics movement to normalisation.
THE ROLE OF THE CLINICAL PSYCHOLOGIST IN RESETTLEMENT
There is a role for clinical psychologists in resettlement because there is still a large population of 
people waiting to be resettled (Wright et al, 1994). Even those clients who have been moved 
from institutions may have been moved to large ‘community units’ - 60% of local authority 
provision is in large-scale purpose built hostels (Raynes, Pettipher, Shiell & Wright, 1990). 
Townsend (1963 - cited by Tizard, 1964) found that smaller homes were better in quality than 
larger hostels and that “the customs and practices of home and community life are more closely 
simulated” in smaller residential placements (Tizard, 1964). Therefore, the role of the clinical 
psychologist in resettlement is not just concerned with people moving out of institutions tat also
4
Now there is joint training with ‘Project 2000’
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with people who are in “institutional services [that] have been physically relocated in the 
community” (Brown & Smith, 1992).
A clinical psychologist has two main roles - research and clinical. Research is needed which 
evaluates and monitors the most effective ways of moving people into the community, the 
predisposing factors to success and the benefits of resettlement - it cannot be assumed that 
moving to the community will result in people leading a more ‘ordinary life’. In terms of 
research, the clinical psychologist’s role is to point out such findings and/or carry out further 
studies, as well as use research findings to inform clinical practice - in particular, to inform the 
psychologist which factors may need to change in order to facilitate a successful community 
placement.
In terms of evaluating the most effective ways of resettling people, Korman & Glennerster (1984) 
carried out a narrative of hospital closure, showing problems with and giving suggestions for the 
process of resettlement, such as setting the target date for closure of the institution. In terms of 
assessing predisposing factors to success, Sutter, Mayeda & Call (1980) found that those who had 
unsuccessful community placements manifested severe maladaptive behaviour and were more 
likely to be male. In terms of the benefits of resettlement, research shows that it can lead to 
improvements in levels of engagement and skills (Felce, DeKock & Repp, 1986, Conneally,
Boyle & Smyth, 1992), that contact with people with learning disabilities can lead to better 
community attitudes (McConkey, Noonan, Walsh & Conneally, 1993), and that levels of 
dependency are more closely related to the time spent in institutions rather than the degree of 
disability (Tjosvold & Tjosvold, 1983).
However, reviews of deinstitutionalisation indicate that moving people to the community does 
not necessarily produce behavioural change as measured in accordance with the principles of 
normalisation. Donneally, McGilloway, Mays, Knapp, Kavannah, Beecham & Fenyo (1996) 
found little or no change in the pattern of activities or social networks of people 12 or 24 months 
after resettlement. Felce, Lowe & Blackman (1995) found that interaction and activity were not 
significantly different when comparing institutional and community settings for challenging 
clients.
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Sinson (1990) found the occurrence of “micro-institutionalisation” in community placements, 
where many units scored poorly on concrete aspects of normalisation. There has been some 
criticism of the principles of normalisation - Mesibov (1990) argued that applying principles of 
normalisation takes the focus away from individual needs. However, Brown & Smith (1992) 
argued that failures to achieve normalised and individualised community placements is due to an 
ignorance and a misunderstanding of the principles of normalisation, where professionals and 
other workers have not received enough training to “throw off the legacy of institutionalised 
working practice”.
In terms of their clinical role, psychologists are often asked to reduce/remove problems that may 
jeopardise a community placement. Regarding the incidence of psychological problems, the 
clinical psychologist can use his/her broad theoretical framework for assessment and intervention, 
drawing on formulation skills that may incorporate behavioural, cognitive, systemic or 
psychoanalytic approaches. In particular, studies have shown that behavioural approaches are 
effective not only in the remediation of challenging behaviours, but also in enhancing people’s 
competence to become participating members of society (Emerson, 1995).
Wolfensberger (1992 - cited by Smith, 1994) argued that the effective implementation of the 
principles of normalisation are dependent on community attitudes, and in order “to bring about 
improvements..the roles and social images of people with learning disabilities must be enhanced 
to influence attitudes of the general public and change the way in which they are perceived” 
(Smith, 1994). Clinical psychologists do not often work directly with systems to enhance and 
influence the attitudes of the general public - they are more often required to work with 
challenging behaviour and mental health problems which may be jeopardising a community 
placement. However, by removing such problems, the clinical psychologist is indirectly 
facilitating an improved role and social image, as well as increasing the likelihood that an 
individual remains in the community placement.
In terms of the psychological effects of moving someone, the clinical psychologist can use his/her 
knowledge of the psychological impact of life events, drawing on research into the stressful 
effects of resettlement on other populations, such as refugees (Sack, Carke, Seeley, 1996), in 
order to aid preparations for the resettlement process by raising awareness of the process of 
change as a possible reason for problematic behaviour, as well using the resettlement research
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literature (Korman & Glennerster, 1984) to suggest ways of reducing the stressful effects of 
resettlement.
Another role which the clinical psychologist may wish to pursue is to work proactively towards 
providing the client with quality of life (Orford, 1993). Quality of life is a concept which has 
developed subsequent to the concept of normalisation, and, unlike normalisation, it is not 
“preoccupied with the image of how service settings should appear rather than the substance of 
people’s experiences” (Hogg 1995). Goode (1988 - cited by Hogg, 1995) has defined it as when 
a person’s basic needs are met, and when s/he has the opportunity to pursue and achieve goals in 
major life settings. In the setting up of new community services, there is an ideal opportunity for 
the clinical psychologist to influence the systems working with people with learning disabilities 
through staff retraining in the principles of normalisation and quality of life. The clinical 
psychologist may be involved in staff support - research which demonstrates that the main barrier 
to improvement in quality of life is staff burnout (Dagnen, Trout, Jones & McEvoy, 1996) 
highlights the crucial importance of such a role.
However, there is a significant difference between what the clinical psychologist might want to 
do, is able to do and can reasonably expect to achieve in the context of the current services for 
people with learning disabilities. In reality, the current system defines the ‘lead agency’ as social 
services, who are funded to provide community placements. Care managers are obliged to spend 
the vast majority of their resources in the private and voluntary sector, with a small percentage 
(e.g. 10%) being spent on their own services. As such, irrespective of what might be ideal, they 
locate available placements in the private sector and place people in them, often with little or no 
regard to ‘quality of life’ because of a lack of placements in general, and the fact that these are 
usually ‘profit’ rather than research based services.
In this system, the role of the clinical psychologist (particularly working in the Health Service), is 
to meet health needs - in most cases this usually refers to mental health problems and/or 
challenging behaviour. Increasingly it seems that the role is one of managing challenging 
behaviours that, from a psychological viewpoint, have resulted from environmental factors 
connected with the placement where the client lives. It would be nice to think that continuing 
research into what will make an effective community placement and effective rehabilitation will 
lead to changes in the type of provision available, however, it may be that clinical psychology
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will be restricted to providing acute services when placements begin to break down, rather than 
preventative work to ensure appropriate placements initially.
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CHILDHOOD BEREAVEMENT HAS A LESS DELETERIOUS 
EFFECT UPON CHILDRENS’ PSYCHOLOGICAL OUTCOME 
THAN DOES MARITAL DISCORD AND DIVORCE. DISCUSS.
To date there have been few empirical studies that have compared the psychological effects of 
childhood bereavement with marital discord and divorce. In the absence of substantive empirical 
data, a review of the literature that separately examines the effects of bereavement, marital 
discord and divorce is required. In order to compare such literature, it is first necessary to define 
the term psychological outcome, as well as to clarify the meaning of the terms bereavement, 
marital discord, and divorce. The essay will compare the theoretical effects as well as the results 
of outcome studies that have examined the effects o f bereavement, marital discord, and divorce. 
Comparison of the outcome studies will include discussion of the methodological limitations and 
confounding variables in the research literature. The essay will conclude by drawing out overall 
consistencies in the findings of outcome studies.
DEFINITIONS
The definition of psychological outcome includes the experience of mental health problems such 
as depression. However, there are other psychologically-related outcomes that do not fulfill the 
criteria of a mental health problem such as emotional, behavioural and cognitive difficulties. This 
essay will discuss studies reporting clinically significant as well as other psychologically-related 
outcome measures. This essay will also consider the immediate (0-1 years), intermediate (1-5 
years) and long term (10 years+) psychological outcome of children who have experienced 
parental bereavement, parental marital discord or parental divorce before the age of 18 years.
Marital discord is difficult to define. For example, marital discord may range from daily parental 
conflict, to a general dissatisfaction with the marital relationship. This essay will not disqualify 
any studies referring to marital discord on the basis of definition because each study has used 
slightly different definitions.
The term divorce refers to the legal action that signals the dissolving of a marriage. In this essay 
the term divorce does not simply refer to the legal process. As King (1990) points out, it also 
represents the emotional, psychological and environmental changes that occur prior to, during, or 
subsequent to the divorce - such as marital discord. This essay will include studies of separated
Children, Adolescents and Families Essay 36
as well as divorced parents because many have included one or both of these groups in their 
sample.
For this essay, the definition of childhood bereavement will only include parentally bereaved 
children in order to make it easier to compare parental discord and divorce with parental 
bereavement.
THEORETICAL EFFECTS 
Theories of Childhood Bereavement
Freud (1917) and Wolfenstein (1969) argued that children do not experience grief until they have 
reached ego separation from their attachment figure. Bowlby (1980) and Furman (1974) argued 
that children do grieve, even in early childhood. Parkes (1972) presented a model of bereavement 
based on Bowlby's theory of attachment. Initially, the bereaved individual experiences numbness 
and disbelief, followed by yearning and searching - characterised by anger and reproach towards 
the deceased. Despair and disorganisation follow, as the bereaved individual gradually realises 
the deceased is not returning. Finally, re-organisation occurs when relationships with new 
attachments form.
An alternative model put forward by Baker, Sedney & Gross (1992), adapted Warden's (1991) 
model of adult bereavement and applied it to children's bereavement. The child is more active in 
this model in that she or he needs to overcome a series of psychological tasks before she or he can 
return to the usual developmental tasks of childhood. Firstly, the child needs to gain an 
understanding of the circumstances of the death and concurrently employ self-defence 
mechanisms in order to avoid being overwhelmed. Secondly, the child needs to accept the 
finality of the loss, including re-evaluating his/her relationship with the deceased and bearing the 
intense psychological pain that acceptance of the loss may bring. Thirdly, the child needs to 
reorganise him/herself to form new relationships and acknowledge that existing relationships may 
have changed. Meanwhile the child needs to maintain an internal representation of the deceased.
Sutcliffe, Tuffnell & Cornish (1998) presented a systemic model of bereavement whereby the 
family must undergo two adaptational tasks: acknowledging the death and sharing the loss; and 
reorganising the family system. For these tasks to be achieved, family cohesion, flexibility and 
communication are necessary factors that mediate the adaptational process. This model is not
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pathological and it encompasses the wider system with which the child must negotiate when 
coping with the loss of a parent.
All of the above models have presented similar stages or tasks that the child needs to negotiate 
during the grieving process- the first has perceived loss from an attachment perspective, the 
second from a task focused perspective, and the third from a systemic perspective. Applying 
these models to the psychological outcome of parentally bereaved children, it may be argued that 
factors preventing the child's advancement onto the next phase of the grieving process may lead 
to negative psychological outcome. However, this link with psychological outcome requires 
empirical back up, since the models are theory driven rather than driven by empirical data.
In addition, there are developmental considerations which are thought to moderate children's 
response to bereavement. For example, Piagetian theory would suggest that for young children 
who have preoperational thinking, death is considered in terms of the child's own experiences, 
including sleep and separation, and as such young children are unable to regard death as an 
irreversible process (Koocher & Gudas, 1990). At age 6 or 7, facts become more usable with the 
onset of concrete operations, although it is not until adolescence where formal operational 
thinking brings the ability to make use of abstract reasoning that children conceptualise death in 
terms of uncertainty and irreversibility (Koocher & Gudas, 1990). There are distinct 
developmental trends in the normal process of acquiring a concept of death, which are thought to 
influence the style and substance of children's reactions to loss (Koocher & Gudas, 1990). 
Although developmental theories of bereavement have face validity, and although research has 
shown that children's responses to bereavement do differ depending on their age, the association 
between a developmental stage and a child's response to bereavement has yet to be empirically 
tested.
Theories of M arital Discord and Divorce
Bowlby argued that his theory of attachment also applies when the process of marital discord or 
divorce disrupts the child's attachment to a parent (Tennant, 1988). However, based on empirical 
data, the emerging conclusion is that separation from a parent and subsequent loss of attachment 
in itself does not lead to psychological distress (Rutter, 1979 - cited by Tennant, 1988, Tennant 
1988).
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Wallerstein (1983) presented a model of children's reaction to divorce, based on her longitudinal 
studies in this field of research. In addition to the usual tasks of growing up, the child must 
acknowledge the reality of the marital trauma, disengage from parental conflict and resume 
customary pursuits, resolve the loss, anger and self-blame, accept the permanence of the divorce, 
and achieve realistic hope regarding relationships in the future. Wallerstein (1983) suggested that 
difficulties with the above process may reappear at critical times during the adult years.
Kalter (1987) presented a 'developmental task' model of children's reaction to divorce. Divorce 
may impede the three following developmental achievements: modulation of aggression (anger 
defends feelings of hurt); the ability to form emotional attachments apart from the parents (the 
child needs emotional acceptance at home before feeling secure enough to seek attachments apart 
from the home); and the development of gender identity (if there is a lack of a positive role 
model). Kalter's (1987) model, unlike that of Wallerstein's, does not consider the effects of 
divorce as discrete tasks to overcome. Rather, Kalter considers the deleterious effects of divorce 
on the developmental processes of childhood as the tasks to overcome.
Felner, Terre & Rowlison (1988 - cited by King, 1990) presented a 'transactional events' model, 
where the environmental experiences of divorce interact with the child's adaptive efforts. Rather 
than proposing a causal linear relationship between the effects of divorce and the developmental 
processes of the child, the transactional events model is different from Kalter's model in that it 
proposes a two-way interaction between the environmental effects of divorce and the child's 
response. The environment in which the child lives determines the tasks, challenges and stressors 
which the child faces - but each child also has his or her own personality variables, intelligence, 
problem solving skills, flexibility, and coping styles that effect the child's ability to negotiate the 
years following divorce. Consistent with Kalter (1987) and Wallerstein (1983), Felner et al 
(1988) suggest that the circumstances of divorce may pose challenges that must be re-worked on 
a continuing basis.
All of the above models can be criticised for their lack of empirical support. Despite 
Wallerstein's model being based on results of her research, no studies have been designed to 
measure the effects of childhood bereavement or marital discord and divorce in association with 
'tasks' or day to day 'transactions'. Therefore, it is not theoretically clear whether some tasks or
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transactions are more critical than others in the short or long term, or whether there are any 
observable effects of not completing a task in the short or long term.
OUTCOME STUDIES
Having discussed the theoretical effects of bereavement, discord and divorce, the research 
literature on the effects of bereavement, marital discord and divorce will now be reviewed.
Bereavement Compared to Marital Discord and Divorce 
Immediate and Intermediate Effects
Few studies have directly compared the effects of bereavement with marital discord and divorce. 
Cherlin, Furstenberg, Chase-Lansdale, Kieman, Robins, Morrison & Teitler (1991) conducted a 
large scale longitudinal study and found that there was a negative effect in the behaviour and 
school achievement in children whose parents divorce and that this effect was stronger after 
divorce. They found no such effect in children who lost a parent through death. Bereaved 
children were not significantly different from the control group according to the same behavioural 
measures. There are methodological problems with this study and the results should be 
interpreted accordingly. The measures were not sensitive to internal affective changes that may 
have occurred (especially in bereaved children), the study was based on telephone surveys and 
questionnaires with teachers and mothers - children were not asked about the effects o f 
bereavement or discord and divorce (Wallerstein, 1991b), and the effects were not followed up 
into in the long-term.
Long Term Effects
Despite the above methodological problems, reviews of the long-term effects of parent death or 
loss indicate similar findings. Tennant, Smith, Bebbington & Huny (1981), Bifulco, Brown & 
Harris (1987) and Favarelli, Sacchetti, Ambonetti, Conte, Pallanti & Vita (1986) assessed deaths 
and parent-child separations in the same sample and found that separations were related to adult
psychopathology whereas deaths were not^. Again there are methodological problems which 
confound the interpretation of the results. For example, none of the above studies have
5 Not all divorces result in complete separation from a parent, but estimates from the United States indicate 
that nearly half of children with divorced parents experience complete separation, where contact with the 
non-custodial parent is non-existent (Furstenburg, 1982 -  cited by Tennant 1988).
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exclusively compared the effects, short or long term, of bereavement or discord and divorce in 
childhood. Instead they have gathered data on parental loss, and separated the groups during the 
analysis. As a result these studies may suffer from biased and insensitive measurement, as they 
were not designed to measure the effects of bereavement and divorce specifically. This may have 
resulted in falsely negative findings.
Bereavement
Many studies have investigated the effects of childhood bereavement, although most have not 
followed up their samples in the longer term or into adulthood. Most research into the long term 
effects of childhood bereavement has therefore been retrospective. The immediate and 
intermediate effects of bereavement have been studied using more reliable research methods.
Immediate and Intermediate Effects
Kranzler, Shaffer, Wasserman & Davies (1989) prospectively assessed acute bereavement 
responses in 26 parentally bereaved 3-6 year olds and compared them with 40 matched non­
bereaved controls. The measures included ratings of child behaviour (using the Child Behaviour 
Check List) and standardised affect interviews with the children. Bereaved children were 
significantly more symptomatic according to the Child Behaviour Check List, especially boys. 
According to the affect interview, bereaved children reported feeling more scared and less happy 
than controls, and more sadness when thinking about the deceased, especially girls. The ability to 
report grieving emotions such as these correlated significantly with improved functioning. 
Kranzler et al (1989) highlighted methodological problems with their study. The small sample 
size limited the power and scope of the data analysis, the time between bereavement and 
recruitment to the study ranged from 1 to 6 months, and the sample was not representative of the 
community as it was drawn from a clinical population.
Van Eerdewegh, Bieri, Parilla & Clayton (1982) conducted a controlled community study with a 
larger sample, looking at the intermediate as well as immediate effects of bereavement. In a one 
year prospective study of 105 two to seventeen year old children of a consecutive sample of 
widows or widowers in the community, Van Eerdewegh et al (1982) interviewed parents 1 month 
and 13 months following the bereavement using a structured interview. Immediately after the 
bereavement, bereaved children were reported to experience significantly higher levels of 
dysphoria than controls (p=<0.0001). This effect did not continue at the 13 month follow up. A
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minor form of depression did persist in the bereaved group at follow up (p=<0.03). The bereaved 
group were also found to have significantly more bedwetting and significantly lower school 
performance. The most severely depressed were adolescent boys who had lost their fathers. 
However, 83% of the mothers of this group reported that they were themselves depressed before 
the death of their spouse. There were no significant differences between the bereaved and control 
groups in behaviour problems or more severe form of depression. The results of this study are 
limited by the absence of interviews with the children about their experiences.
Consistent with the above study, Weller, Weller, Fristad & Bowes (1991) and Chiefetz, 
Stravrakakis & Lester (1989) found that in the immediate aftermath following bereavement a 
varying percentage of children experienced clinically significant depression. Weller et al (1991) 
found that 38% of 5-12 year olds met the criteria for a DSM III diagnosis of major depression. 
Chiefetz et al (1989) found 75% of bereaved children in their study were depressed by interview, 
and 81% of them met the criteria for DSM III dysthymic disorder.
Wagner (1997) found that there was no evidence that loss of a parent to death was a risk factor 
for suicide attempts or completed suicides in childhood or adolescence. However, one 
prospective study found that loss of a parent due to mixed causes (child placement, parental 
separation and parental death) may be a risk factor for completed suicides (Wagner, 1997). None 
of the studies reviewed by Wagner (1997) controlled for previous suicide attempts, although this 
may be a significant risk factors in itself (Wagner, 1997).
Long Term Effects
Retrospective studies have attempted to link loss in childhood to adult depression and physical 
illness. Few of these studies have examined the long term effects of early parent death in non- 
clinical populations (Finkelstein, 1988). Oshman (1975 - cited by Finkelstein, 1988) found 
psychosocial deficits among male college students whose father died before 5 or after 12. 
Jacobson & Ryder (1969 - cited by Finkelstein, 1988) found a relationship between early parent 
death and the ability to sustain intimacy, the ability to express anger and the desire for children. 
However, studies with non-clinical populations that used psychiatric outcome measures of 
depression and controlled for confounding variables found no relationship between depression 
and early parent death (Tennant et al, 1981, Birtchnell, 1980).
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There have been more studies of the long term effects of early parent death amongst clinical 
populations. Various researchers have found no evidence of an increased frequency of early 
parent death amongst psychiatric populations (Finkelstein, 1988). However, there have been 
divergent findings amongst specific diagnostic groups (Finkelstein, 1988). Most investigations 
examined the relationship between early parent death and depression. Contrasting views in 
reviews of the literature have emerged. Fleming (1980) and Osterweis, Solomon & Green (1984) 
concluded that the course and outcome of childhood bereavement may influence adult affective 
disturbance, but the nature of this relationship is unclear. Crook and Eliot (1980) and Tennant, 
Bebbington & Hurry (1980) argued that many of the significant findings in the studies have been 
the result of methodologically flawed studies. Overall, Finkelstein (1988) argues that the only 
consistent finding appears to be the association between early mother death and later depression, 
especially severe depression (Birtchnell, 1970a, 1972,1978, Dennehy, 1966, Gay & Tonge, 1967, 
Munro & Griffiths, 1969, and Wilson, Alltop & Buffaloe, 1967).
Marital Discord
Fincham & Osborne (1993) argued that the magnitude of association between child adjustment 
and marital functioning is low, and that it varies across studies. For example, a meta-analysis of 
33 studies investigating marital discord and conduct disorder (Reid & Crisafulli, 1990) found that 
the mean effect size was 0.16, only slightly larger than what is considered a small effect size 
(0.10).
However, a number of large-scale national controlled studies have shown that pre-divorce 
circumstances have been shown to contribute to children's psychological well-being. Elliot & 
Richards (1991 - cited by Kelly, 1993) studied 17,414 British families and found half of the 
behavioural and academic problems of school aged boys, and a smaller proportion of adjustment 
problems in girls, were reported by parents or teachers several years before the divorce. Cherlin 
et al (1991), and Block, Block & Gjerde (1986) found similar results in their prospective large 
scale studies, particularly for boys.
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Divorce
Immediate and Intermediate Effects
Overall, studies have shown that children of divorced parents, especially boys, have significantly 
more adjustment problems than never-divorced families (Camera & Resnick, 1988, Emery, 1988, 
Guidibaldi, Perry & Cleminshaw, 1984, Hetherington, Cox & Cox, 1982, Kurdek & Berg, 1983, 
Warshik& Santrock, 1983, Zill, 1983). Wallerstein & Kelly (1974,1975,1976,1980) carried 
out a prospective longitudinal study of young and adolescent "normal children", who had no 
history of psychological problems, whose parents had separated. This study has been criticised 
because it did not include a control group. However, the study has been described as 
"groundbreaking" in that it stimulated subsequent research (King, 1990), and it can be credited 
for using in-depth interviews with children as the main outcome measure. There have also been 
two smaller scale prospective longitudinal studies that did use matched control groups which 
found results consistent with those found by Wallerstein and Kelly (Hetherington, Cox &
Cox, 1979a, 1979b).
Immediately following separation, children of all ages were reported to experience sadness, 
distress and anger. The way in which these emotions were expressed depended upon the child’s 
age. For example, pre-school children showed immediate responses of profound upset, 
regression, generalised anxiety and separation anxiety (Wallerstein & Kelly, 1975). School age 
children were fearful of the family situation and often expressed feelings of deprivation and 
fantasies of reconciliation (Kelly & Wallerstein, 1976). Adolescents were reported to experience 
the most significant difficulties, including increased affect and distress about such issues as 
money and conflicts of loyalty (Wallerstein & Kelly, 1980).
At intermediate follow up, children were reported to be undergoing a ’period of adjustment', the 
success of which depended on both child, parental and environmental factors. Only one third o f 
all the children in Wallerstein's sample were described as functioning well. As much as 40 % o f  
them suffered moderate to severe depressions (Wallerstein, 1981). Specifically, pre-school girls 
showed improved functioning, although pre-school boys showed an increase in difficulties at one 
year follow up (Wallerstein & Kelly, 1975). Hetherington et al (1979a) also found that pre­
school children of divorced parents were more oppositional, aggressive, lacking in self-control, 
distractable and demanding of help and attention than controls. However, by the second year o f
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follow up, children from high discord intact families were more dysfunctional than children from 
divorced families (Hetherington et al, 1979a).
At intermediate follow up, school age children were reported to have achieved a resigned 
acceptance of the divorce, although one third of the boys continued to hope for reconciliation 
(Kelly & Wallerstein, 1976). Controlled studies conducted by Hess & Camera (1979) and 
Guidibaldi (1988) also found children of divorced parents were significantly less well adjusted 
than children of intact families at intermediate follow up. The differences were especially great 
for boys. In particular, boys displayed more behaviour problems and rated themselves as less 
happy (Guidibaldi, 1988). Adolescents showed much improvement at this stage of follow up 
(Wallerstein, 1986). They were found to have resolved issues such as money or loyalty conflicts, 
but their own sexuality and that of their parents was the most problematic issue, and the most 
difficult to resolve.
Long Term Effects
Wallerstein has uniquely followed up her original sample 10 and 15 years after the initial study 
(Wallerstein, 1986, Wallerstein, 1991). Wallerstein presents most of the long term follow up data 
regarding psychological outcome qualitatively, making it difficult to interpret the contribution 
made by different variables. In terms of clinically significant problems, half of the boys and a 
quarter of the girls who were school age at the time of their parents separation were assessed as 
having moderate to severe levels of clinical depression. Of those who were adolescents at the 
time of the separation, one third of girls were experiencing problems with heterosexual 
relationships, which has been described as the "sleeper effect" (King, 1990). Overall, in accord 
with Hetherington's (1984) findings at six year follow up, the parent-child relationships changed 
dramatically at the divorce and during the years that followed - for example, few enjoyed a 
continued close relationship with both parents, and of the children in re-marriages 50% felt 
"peripheral to the marital orbit" (Wallerstein, 1991).
Summary of Methodological Problems
Most of the above studies have methodological limitations which make the interpretation and 
comparison of their results difficult. For example, studies have used different measures of 
psychological outcome. As mentioned above, studies comparing bereaved children with children 
whose parents have divorced used behavioural measures. Most studies of bereaved children have
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shown that children experience emotional problems, and therefore studies comparing divorced 
with bereaved groups measuring behavioural differences only have not measured the potentially 
significant emotional effects of bereavement. Measures of psychological adjustment have varied 
considerably according to the conceptual approach of the researcher. For example, Wallerstein 
and colleagues mainly presented the internal thoughts and experiences of children whose parents 
divorced, yet Hetherington and colleagues presented behavioural data as rated by observers. For 
comparison of the results of studies to be achieved, consistent and wide ranging measures of 
psychological outcome need to be used.
Studies have also varied in their definitions of marital discord and divorce. Unlike most studies, 
Wallerstein included parents who had separated in her definition of divorce. Fincham & Osborne 
(1993) argue that definitions of marital discord also require greater specificity, and that criteria 
used to define marital discord have been shown to influence the outcome. For example, Emery & 
O'Leary (1982) and Grych, Seid & Fincham (1992) found that child perceptions of marital 
conflict were a stronger predictor of child adjustment than maternal ratings of interparental 
conflict.
Raters of child adjustment or behaviour, including parents and teachers, were not blind to the 
circumstances of the children. Differences between groups may therefore have been the result of 
raters prejudice or expectations of the effects of bereavement, marital discord and divorce. For 
example, if teachers or parents do not expect bereaved children to show adjustment problems, 
they may not notice them as much as if they were expecting problems, as might be the case with 
children whose parents have divorced.
Overall, studies need to have more specific inclusion criteria, more consistent measures of 
behavioural and emotional problems, use community samples, cany out follow up studies in the 
long term^, and control for confounding variables.
6 Wallerstein (1991) carried out the longest follow up study, but this did not include comparison with a 
control group.
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Confounding Variables
A major limitation for most studies is that confounding variables were not controlled for. One of 
the major confounding variables in the bereavement, discord and divorce literature is that family 
mental health was not controlled for. In the divorce literature, Behar (1991) points out that 
psychiatric patients have high rates of divorce, and therefore divorcees are more likely to have a 
pre-existing disorder. Consequently, offspring of psychiatric patients would be expected to have 
high rates of psychiatric disorder due to genetic and environmental factors, independent of the 
quality of the marital relationship. In the bereavement literature there is a similar issue, where 
parental age at birth and parent death were found to be related to adult psychiatric morbidity 
(Moran, 1968 - cited by Tennant, et al 1980), and therefore these factors need to be controlled for 
in order to ascertain the association between early parent death and adult depression (Tennant et 
al, 1980).
For marital discord and divorce, causality is particularly difficult to ascertain. Rather than 
assuming that children experience negative effects following marital discord and divorce, Mash 
(1984) describes the negative impact of children on marital relationships, particularly those 
children with specific difficulties. It could be that the subgroup of children who exhibited 
problems associated with marital discord and divorce were those children who had pre-existing 
problems. Such difficulties put strain on marriages - thus accounting for the significant 
association between child behaviour problems and discord and divorce.
The association between marital discord and deleterious effects is clear. The additional impact of 
divorce is not clear. Most studies on divorce have not tended to separate legal fact from a pre­
existing dysfunctional marriage and family.
For the long term studies of bereavement and divorce, intervening life events were not controlled 
for. Therefore, other variables may have influenced the findings, either hiding or magnifying 
effects.
There are many protective and risk factors that have emerged from the bereavement and divorce 
literature. No single variable is presented as most predictive of outcome. For bereavement, the 
major studies have not controlled for such variables and the relative contribution of such variables
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is largely theoretical. For divorce, studies have controlled for the contribution made by some 
protective or risk factors. For example, the following factors contributed to poorer post-discord 
and divorce adjustment: uncooperative parental support (Kurdek, 1988); infrequent paternal calls 
and visits (Kurdek, 1988, Wallerstein 1981); poor quality relationship with custodial and non­
custodial parent (Wallerstein, 1981); poor quality of life of post-divorce family, including socio­
economic factors (Wallerstein, 1981); being male (Cherlin et al, 1991, Wallerstein, 1986); 
custodial parent experiencing chronic anger or psychopathological problems (Wallerstein, 1986). 
The following child factors were related to better adjustment: low reactive and low rhythmic 
temperament; the ability to understand conflict resolution; the perception of good social support; 
the ability to name others on whom they could depend (Kurdek, 1988); and adolescent coping 
style (Farber, Felner & Primavera, 1985). Being young at the time of marital discord or divorce 
was found to lead to better outcome by Wallerstein (1986), but Emery (1982) reports studies 
which have controlled for age where no major effect was found.
The following confounding variables were not controlled for in most bereavement research, and 
are thought to be related to better adjustment following bereavement: the nature of extra-familial 
support; the surviving parent's character; quality of the child's relationship with the deceased prior 
to death; nature of family dynamics prior to death and the dynamics of the grieving process 
influenced by developmental factors (Finkelstein, 1988); parental age at birth; age at the time of 
loss; siblings and birth rank; parental suicide; and experiences subsequent to parental death 
(Tennant et al, 1980). Type of loss was controlled for in most bereavement research, where 
maternal loss was found to be consistently related to poorer adjustment following bereavement 
(Finkelstein, 1988).
CONCLUSION
Studies of both bereavement and divorce, which have mainly used behavioural outcome 
measures, mostly found that bereaved children were no different from controls. Children from 
divorced families showed significantly more behavioural difficulties. However, studies of 
bereavement and divorce suffer from severe methodological problems, and therefore the results 
should be interpreted with caution.
Studies of bereaved children have shown that in the immediate and intermediate years following 
bereavement, children experienced significantly more emotional problems, a varying percentage
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of whom experienced clinically significant depressive disorders (e.g. Weller et al, 1991, Chiefetz 
et al, 1989). The way in which such problems were expressed varied according to the child's age. 
Long term retrospective studies of non-clinical samples examining the effects of childhood 
bereavement found no significant differences in terms of psychiatric outcome (Tennant et al,
1981, Birtchnell, 1980), although differences were found in terms of psychosocial functioning 
(Oshman, 1975 - cited by Finkelstein, 1988, Jacobson & Ryder, 1969 - cited by Finkelstein,
1988). Retrospective long term studies using clinical samples found conflicting results, where the 
most supported finding was the increased occurrence of childhood bereavement amongst 
depressed populations, particularly amongst those whose mothers had died (Birtchnell, 1970a, 
1972, 1978, Dennehy, 1966, Gay & Tonge, 1967, Munro & Griffiths, 1969, and Wilson, Alltop & 
Buffaloe, 1967).
Large scale immediate and intermediate prospective studies of marital discord have found 
significant behavioural effects, particularly with boys (e.g. Elliot & Richards, 1991). Studies of 
divorce examining both immediate and intermediate effects showed that the mean differences 
between a number of outcome measures of children of divorced and non-divorced families were 
statistically significant. However, they are small differences (Kelly, 1993) and the well designed 
studies with stronger analyses show weaker effects (Amato & Keith, 1991 - cited by Kelly, 1993). 
The only long term prospective study of the effects of divorce did not include a control group 
(Wallerstein, 1991) making it difficult to ascertain whether children whose parents had divorced 
differed significantly from non-divorced subjects on the measures used. Subjects whose parents 
had divorced in childhood did not meet criteria for clinically significant problems.
Overall, studies have shown that a proportion of children experienced both clinically and non- 
clinically significant immediate, intermediate and long term effects following bereavement, 
marital discord and divorce. The immediate and intermediate effects of bereavement mainly 
included depression. For marital discord and divorce the immediate and intermediate effects 
mainly included behaviour problems, especially for boys. For bereavement, marital discord and 
divorce, studies of the long term outcome show minor effects for depression after maternal loss 
and minor effects for sexuality and relationship difficulties following parental divorce. Studies of 
the long term effects suffer from severe methodological limitations, including intervening life 
events which were not controlled for.
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There are similarities between the evolution of the theories of bereavement and divorce - 
specifically models have moved from early theories of attachment, to task-focused and currently 
transactional and systemic models. The development of such theories has expanded in 
accordance with the continuing empirical research in both fields that has shown multi-faceted and 
complex outcomes. The systemic and transactional models reflect this complexity by 
acknowledging that there are no linear effects - that is, bereavement and divorce do not inevitably 
lead to deleterious psychological outcome. Although research has not directly studied the effects 
of divorce or discord in relation to theoretical terms such as 'tasks' or 'transactions', it does appear 
from the existing literature that confounding variables such as the day to day interactions between 
the individual and their environment cumulate to produce the overall effects of bereavement or 
discord and divorce. Future research will need to develop well designed studies which control for 
confounding variables in order to discover which variables have the most deleterious effect on 
children's psychological outcome following childhood bereavement, marital discord and divorce.
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WHAT IS THE POTENTIAL FOR PSYCHOTHERAPEUTIC WORK 
FOR PEOPLE WITH DEMENTIA?
The essay will begin by establishing the rationale for working psychotherapeutically with people 
with dementia, considering the impact of dementia, as well as the recent growth of interest in 
psychotherapeutic work within ‘the new culture of dementia care’ (Kitwood & Benson, 1995).
The essay will then consider the potential of several psychotherapeutic interventions, examining 
their theoretical potential as well as the results of the few outcome studies that have been 
conducted. The essay will conclude by discussing the current and future potential of 
psychotherapeutic work for people with dementia.
DEFINITIONS
Firstly, the meaning of the words potential, psychotherapeutic and dementia will be defined. 
Definition of Potential
Potential will be defined in two ways. Firstly, the term will refer to the possible benefits of 
working psychotherapeutically with people with dementia. The second definition of potential 
will be considered in the conclusion of the essay, where the term will refer to possible ways in 
which psychotherapeutic work could be applied in future to further benefit people with dementia.
Definition of Psychotherapeutic
There are many established forms of psychological and psychosocial interventions for people 
with dementia (Droes, 1997). In the same way as Cheston (1998) defined psychotherapeutic 
work with people with dementia in his recent review, this essay will only consider those 
interventions that have been derived from established psychotherapeutic principles, and that focus 
on the individual’s (not the family’s or carer’s) response to the dementing process. Consequently, 
some established forms of intervention with dementia sufferers will be excluded even though they 
may be considered to have psychotherapeutic impact (Cheston, 1998).
For example, reality orientation will not be considered as it was originally developed in the late 
1950’s as a rehabilitation technique for elderly psychiatric patients (Folsom, 1983), and has its
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focus on the short term memory loss which occurs in dementia (Morton & Bleathman, 1991). 
Memory training will not be considered because the primary aim is to improve recall memory 
(Droes, 1997). ‘Simple’ reminiscence therapy will not be considered in this essay, as most of the 
literature describes its main aim as stimulating individuals’ memory (Droes, 1997, Goldwasser, 
Auerbach & Harkins, 1987). For example, one paper describes the aim of simple reminiscence as 
to stimulate long-term memory so that this can benefit short-term memory (Morton & Bleathman,
1991). However, it is recognised that some authors describe the aim of simple reminiscence 
therapy in more therapeutic terms. For example, the utilisation of long-term memory may help 
individuals re-capture ego-supporting memories of earlier positive life experiences (Haggerty, 
1990).
Definition of Dementia
In DSM-IV, dementia is defined as a deteriorating neurological or psychiatric disorder, 
characterised by a number of indicators of cognitive impairment (American Psychiatric 
Association, 1994). The precise definition varies with each particular type of dementia. This 
essay will not compare the potential for psychotherapeutic work amongst distinct groups of 
dementia sufferers. Rather, the term dementia will refer to all forms of dementia, including 
Alzheimer’s dementia, Vascular dementia and Lewy body-type dementia.
This essay will only consider psychotherapeutic interventions for individuals with mild to 
moderate dementia. The essay will not consider non-verbal psychotherapeutic interventions for 
severe dementia, such as ‘Snoezelen’ or music therapy, because these interventions have not been 
derived from established psychotherapeutic principles.
IMPACT OF DEMENTIA
The most prominent clinical features of dementia include progressive cognitive deficits, such as 
memory loss, intellectual difficulties, behavioural changes, impaired language skills, 
disorientation, impaired visuospatial abilities, personality changes and behavioural problems 
(Tobiansky, 1994-  cited by Midence & Cunliffe, 1996).
In the early stages of dementia, individuals manifest a decline of memory, with progressive 
spatial disorientation and language disintegration (Midence & Cunliffe, 1996). Simple actions of 
everyday life become difficult to perform, such as cooking and shopping (Wilcock, 1990 -  cited
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by Midence & Cunliffe, 1996). Solomon & Szwabo (1992) found that one of the earliest and 
most prevalent emotional reactions to the diagnosis of Alzheimer’s Disease is depression.
As the condition progresses, memory loss increases to the extent that individuals are unable to 
retrieve memories of recent experiences, and disorientation increases to the extent that individuals 
may not recognise their relatives (Midence & Cunliffe, 1996). Other common features include 
amnestic and sensory aphasia, perseverations and agraphia. At this stage, anxiety and fear are 
reported to become more prominent (Solomon & Szwabo, 1992).
During the terminal stages of dementia, there is total intellectual, motor and behavioural 
disintegration, where individuals often remain in a vegetative state, in which death is usually 
caused by bronchopneumonia or other unspecific causes (Midence & Cunliffe, 1996).
NEW CULTURE OF DEMENTIA CARE
The above account of the impact o f dementia is an example of the objective stance taken by those 
who support the traditional medical model of dementia. This technical understanding of dementia 
has tended to dominate the culture of dementia care (Kitwood, 1993). Until recently, the personal 
experiences of people with dementia have been neglected in the field of dementia care (Kitwood, 
1993), and in the field of research into the emotional impact of dementia (Midence & Cunliffe, 
1996).
In the field of dementia care, the importance of the personal experiences of people with dementia 
is becoming more widely acknowledged (Kitwood, 1997). For example, the concept of 
personhood has been embraced by some working in the field of dementia care, despite the fact 
that it is a challenge to traditional approaches in dementia care because it emphasises the need for 
psychological and emotional care as well as physical care (Cheston, 1998). The concept of 
personhood views individuals with dementia as unique; acknowledges that their individual 
experiences are subjective; and sees their relationships with others as vitally important. Kitwood 
(1997) explains the reason for the growing influence of his concepts is a genuine social change in 
the culture of dementia care.
In the field of research into the emotional impact of dementia, the importance of personal 
experiences is being more widely investigated (Midence & Cunliffe, 1996). For example,
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Sperlinger & McAuslane (1994) conducted a pioneering piece of research into individuals own 
experiences, exploring the views of individuals suffering from the early stages of dementia. They 
found individuals had worries and concerns about the services that they received. For example, 
individuals found it difficult to adapt to the day hospital and the unknown people there. They 
were aware of their decline in memory and of their need for support, and regretted not doing 
activities they used to do. Individuals also had issues about their lives in general, such as 
relationships and practical concerns.
Therefore, as a result of this contemporary emphasis on the personal experience of individuals 
with dementia, there has been growing clinical interest in working psychotherapeutically with this 
client group (Cheston, 1998).
PSYCHOTHERAPEUTIC INTERVENTIONS
Psychotherapy covers a large number of interventions, in which the most common element is 
some mechanism for the expression and resolution of feelings (Bonder, 1994). The 
psychotherapeutic interventions considered in this essay will be categorised according to the 
theoretical psychological process at which the mechanism for psychotherapeutic change is aimed.
Supporting the Grieving Process
The losses associated with dementia can be many and varied. The Josses described in the above 
section on the impact of dementia defined loss in terms of loss of functioning. However, for the 
individual, loss of functioning itself may be less meaningful than its effects. For example, the 
loss of numeracy skills may mean that an individual loses their agency to look after their own 
money; the loss of visual-motor skills may mean that an individual loses their independence, as 
they are no longer allowed to drive. Psychotherapeutic work for people with dementia can 
provide conditions in which grieving for these losses can occur, (Hausman, 1992) and in which 
the individual’s ability to deal with loss is strengthened (Greene, Ingram & Johnson, 1993 -  cited 
by Cheston, 1998).
The use of humanistic Rogerian counselling skills to encourage the expression of feelings about 
loss, such as grief and sadness, is one method that has been used to support the grieving process. 
For example, Resolution Therapy (Goudie & Stokes, 1989 & Stokes & Goudie, 1990) encourages 
carers to empathise with the hidden meanings and feelings that are thought to lie behind the
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confused verbal and behavioural expressions of people with dementia (Cheston, 1998). The 
listener tentatively reflects back to acknowledge the dementia sufferer’s feelings, which is 
thought to have the effect of helping the individual’s feelings become clearer so that the reasons 
behind apparently ‘confused’ behaviours emerge (Cheston, 1998). The ventilation of potentially 
painful emotions is understood to be cathartic (Greene et al, 1993 -  cited by Cheston, 1998) and 
the process is therefore seen as beneficial to the dementia sufferer (LaBarge & Trtanj, 1995, 
Hausman, 1992).
To date, there have been no empirical studies that examine the potential benefits of Resolution 
Therapy. Research is needed to establish whether Resolution Therapy does actually benefit 
people with dementia, and also to establish whether it is catharsis that is most beneficial or 
whether it is the carer’s change in attitude towards the individual’s apparently ‘confused’ 
behaviour.
Another method that has been used to support the grieving process is participation in facilitated 
support groups. One of the support group’s main aims is to promote acceptance of and 
adjustment to the changing circumstances and losses encountered in dementia (Droes, 1997). 
Clinical experience suggests that support groups have a generally positive effect (Droes, 1997). 
Anecdotal publications suggest a more moderate effect. Cox (1985) found that patients in their 
support group reported being more aware of the pain of loss, but less afraid of the process. Carey 
& Hansen (1986) reported that of the 7 members in the group, 5 could remember participating 
and 3 of those 5 rated the experience as positive. Peach & Duff (1991) found that 5 out of the 6 
group members questioned after one year thought the group was ‘very helpful’. The results 
reported by Peach & Duff (1991) probably overstate the helpfulness of the group, as the group 
started with 13 members, and those who left the group before the questionnaire was administered 
were likely to have rated their experience as less positive. Overall, these anecdotal publications 
are poor indicators of the helpfulness of support groups as they give over-general patient 
information, use crude evaluation methods, and do not use control groups. However, they are 
worth noting as they contain the patient’s own views of the usefulness of the therapy.
Dye & Erber (1981) carried out one of the two experimental studies examining the benefits of 
support groups. They used a longitudinal control group design to evaluate a 3.5-week group, run 
for newly admitted patients into a nursing home. They found that those in the experimental group
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had better emotional adjustment and displayed less trait anxiety and a higher internal locus of 
control. However, the research is limited in its application, as it may have been affected by using 
a population that had recently moved to a nursing home. For example, group members might 
have shown improvement because the group helped them to become familiar with their 
surroundings and fellow residents, rather than because it helped group members to adjust to the 
losses associated with dementia.
Yale (1995) carried out the other experimental study, using a randomised longitudinal control 
group design. Thirteen patients were randomly assigned to either a treatment or a control group. 
The treatment group consisted of education and emotional support and ran for 8 weeks, whilst the 
control group received their usual level of care. Yale (1995) found that while support group 
patients and their carers reported positive effects, there were no significant differences between 
the two groups on any of the reportedly ‘sensitive’ outcome measures.
LaBarge & Trtanj (1995) used the qualitative research technique of the ‘audit trail’ to evaluate 
their support group. The group aimed to provide group members with the opportunity to share 
thought and feelings, including asking questions about Alzheimer’s Disease and sharing advice 
about how to cope with losses. They found that loss of personhood and lifelong roles were 
evident in participants’ initial descriptions of their personal difficulties, and that the most 
effective coping occurred when individuals recognised the loss, and accepted what their 
diagnoses meant. 8 out of 10 participants rated the group positively in a satisfaction 
questionnaire.
LaBarge & Trtanj’s (1995) results may have been more positive than other group studies, as the 
criteria for inclusion meant that only those who had a recent diagnosis of Alzheimer’s Disease, 
who were aware of their illness, and who were deemed able to participate in a group, were 
included. Nevertheless, the research was important as it showed that the concept of loss was 
important to group members, and that coping with loss occurred during participation in the group 
for some members. However, as LaBarge & Trtanj (1995) did not include a control group, it is 
not possible to say whether coping would have occurred over time regardless of participation in a 
group.
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Loss of Identity
It has been argued that an individual with dementia is not just facing the loss of their cognitive 
functioning, but also the loss of their own identity (Cheston, 1998). From a psychodynamic 
perspective the process of identity loss equates to the loss of an individual’s ego functioning and 
strength (Unterbach, 1994), reducing the capacity of the individual to cope with stress and anxiety 
(Verwoerdt, 1976, Jones, 1995). Psychodynamic therapy aims to slow identity loss by integrating 
the therapist’s ego with the client’s ego through the transference process, so that the therapist 
becomes a ‘second self (Solomon & Szwabo, 1992). The therapist’s role as a second self may 
include becoming a ‘self-object’ for the dementia sufferer (O’Connor, 1993), an ‘auxiliary ego’ 
(Wertheimer, 1995 -  cited by Cheston, 1998), or may provide ‘ego prosthesis’ (Verwoerdt,
1981).
These approaches aim to provide a reassuring and supportive presence that strengthens the 
individual’s ability to deal with stress. Another commonality with these approaches is that the 
therapist uses the process of transference, allowing the patient’s delegation of the therapist as 
parental surrogate (Goldfarb, 1975). The therapist is seen as a strong powerful figure that 
provides protection that the individual no longer feels able to provide him/herself. The therapist 
enhances the patient’s feeling of safety, and uses his/her status to make suggestions about 
constructive action that will lead to success (Hausman, 1992). Having identified with the 
powerful therapist, the patient takes ownership of the suggestions and takes pride in his/her 
successful behaviours (Hausman, 1992).
The approach has similarities to Bowlby’s (1979) attachment theory, where the internal 
stabilising role of the attachment figure is similar to the role played by the therapist, who aims to 
increase ego functioning and strength. However, there is the risk that such approaches will lead 
to the abuse of power, where the therapist’s own feelings and agenda becomes more important 
than the patient’s. This may occur through the process of counter-transference (Hausman, 1992), 
or more simply, as a result of the fact that the therapist lacks an understanding of what is 
important for the individual.
There has been no outcome research carried out investigating the effect of psychodynamic 
approaches. Anecdotal publications of general psychodynamic and psychoanalytic approaches 
lack any common aims or outcome measures, with most authors reporting on individual case
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material (e.g. Hausman, 1992, Miller, 1989) that has little reference to ego functioning and 
strength.
Resolving Past Conflicts
According to Erikson’s (1963) developmental theory, finding ego-integrity is considered the final 
developmental task in the life-cycle. As part of this final task, older adults are reputed to look 
back unconsciously on their life, and engage in evaluative reminiscence. Research results support 
this hypothesis (Romaniuk & Romaniuk, 1981). This process can trigger the emergence of 
conflicts from the past which demand resolution (Droes, 1997). This leads the individual to 
actively evaluate and reconstruct their personal past, taking stock of what she/he has achieved in 
his/her life, in an attempt to resolve intra-psychical conflicts (Butler, 1963, 1974, Droes, 1997). 
This form of evaluative reminiscence has also been applied therapeutically, and is termed as a 
‘life review’ (Butler, 1974). According to Feil (1985), individuals with dementia are unable to 
carry out ‘life review’ since memory impairment prevents the normal process of reviewing the 
past (Morton & Bleathman, 1991).
However, people with dementia often show both verbally and in their actions that they have 
withdrawn into the past, and experience emotions that concern unresolved conflicts or losses from 
the past (Droes, 1997). Validation therapy seeks to resolve the conflicts by validating what is 
said, acknowledging the emotion that lies behind the words, and bringing out the emotional 
conflict underlying the apparently confused behaviour (Cheston, 1998). Through the use of 
specific empathic communication techniques, and the stimulation of conflicting as well as 
positive feelings, the dementing patient is thought to experience relief or ‘resolution’ -  the final 
developmental task before death (Feil, 1985). At the behavioural level, resolution is proposed to 
manifest itself in reduced agitation, increases in communication and reduced frequency of 
aggressive or withdrawn behaviour.
Validation contains a number of well-described verbal and non-verbal empathic communication 
techniques to be applied to different behaviour patterns (‘stages of confusion’), and can be 
delivered one-to-one or in a group setting (Toseland, Diehl, Freeman, Manzanares, Naleppa & 
McCallion, 1997). Research into the effects of validation therapy has focused on group 
interventions. Robb, Stegman & Wolanin (1986) used a randomised control trial to investigate 
validation group therapy, and found no statistically significant differences on mental status or
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morale between experimental and control groups. However, the outcome measures were crude, 
as they did not include the indicators of behavioural change that are hypothesised to be affected 
by validation therapy, such as levels of communication or problematic behaviour (Feil, 1982).
Babins, Dillion & Merovitz (1988) used more appropriate outcome measures and found increases 
in communication, and decreases in problem behaviours and mental deterioration among 
validation therapy participants. Morton & Bleathman (1991) reported on a 20-week trial of 
validation therapy, with a 10-week baseline and 10 weeks of subsequent simple (non-evaluative) 
reminiscence therapy. Two of the three participants showed significant improvements in the 
length of verbal interaction following validation therapy, with a subsequent decrease during 
reminiscence therapy, and the third showed an increase only during reminiscence therapy. 
However, these studies had very small sample sizes and did not use controlled research designs.
Using more empirical methods, Toseland et al (1997) carried out a longitudinal randomised 
control trial, comparing the effects of validation group therapy with a social contact and a usual 
care control group. The outcome measures included indicators of behavioural change that have 
been hypothesised to be affected by validation therapy, such as problem behaviour, positive 
social interactions and psychosocial wellbeing (Feil, 1982). Toseland et al (1997) used the 
observations of nursing staff and non-participant observers to measure outcome at baseline, 3 
months and 1 year. The study included 88 nursing home residents with moderate dementia and 
behavioural problems.
Toseland et al (1997) found that nursing staff reported that validation therapy participants showed 
less physically and verbally aggressive behaviour, and were not as depressed as residents in the 
other two groups were. Non-participant observers did not support this observation. Both nursing 
and non-participant observers reported that those in the social contact group had reduced levels of 
verbally aggressive behaviour and non-aggressive problematic behaviour. Overall, despite the 
improved methodology used by Toseland et al (1997), results regarding the benefit of validation 
group therapy remain inconclusive.
Altering Dysfunctional Thoughts
It is estimated that approximately 30% of patients with Alzheimer’s disease also meet DSM-III 
criteria for major depressive disorder (Teri & Reifler, 1987). Teri & Gallagher-Thompson (1991)
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claim that using cognitive behavioural strategies for people with Alzheimer’s disease with mild 
cognitive impairment, can challenge their negative cognitions, and reduce distortions, enabling 
the patient to generate more adaptive ways of viewing situations and events. The cognitive 
behavioural strategies used by Teri & Gallagher-Thompson (1991) are based on the work of 
Beck, Rush, Shaw & Emery (1979) who developed the cognitive theory of depression, and focus 
on treating specific depressive symptoms. The most common strategies include: examining the 
evidence for and against a specific cognition; listing the pros and cons of maintaining a specific 
idea in its current form; revising “should” rules; helping patients develop a more realistic attitude 
to their current level of disability; and encouraging patients to experiment with new attitudes and 
cognitions in stressful situations (Teri & Gallagher-Thompson, 1991).
Teri & Gallagher-Thompson (1991) point out that treatment for depression will not reverse 
cognitive deterioration, but argue that it can help to relieve the depression and excess disability 
caused by it. Teri & Gallagher-Thompson (1991) report that in clinical settings cognitive 
behavioural strategies have produced ‘noticeable’ declines in depression scores and other indices 
of improvements. However, a controlled, evaluative investigation into cognitive behavioural 
therapy with people with dementia has not yet occurred.
It can be argued that negative cognitive processes such as catastrophisation are a legitimate 
cognitive response to dementia -  and that the use of some cognitive techniques may belittle the 
awfulness of the experience of the dementia sufferer (Cheston, 1998). However, the use of 
cognitive therapy has been successfully adapted for use with people suffering from other life- 
threatening conditions. For example, Greer & Moorey (1987 -  cited by Cheston, 1998) have 
applied cognitive techniques to help cancer patients. Further work into the adaptation of 
cognitive therapy for people with dementia needs to be carried out in order to find out how best to 
help dementia sufferers cope with their situation, without belittling their experiences.
Increasing Positive Reinforcement and Reducing Negative Reinforcement
Limited progress has been made in recent years regarding the development of interventions based 
on operant concepts (Whitehead, 1991). However, Teri & Gallagher-Thompson (1991) suggest 
the use of behavioural strategies for patients with moderate to severe cognitive impairment and 
depression. Their work is based on Lewinsohn, Antonuccio, Steinmetz & Teri’s (1984) social 
learning theory of depression, where depression is a behaviour that is learned and maintained
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through a series of positive and negative reinforcement contingencies. The theory states that 
depression is maintained by person-environment interactions characterised by a deficit of positive 
experiences and an excess of aversive experiences.
Consequently, the main aim of behavioural intervention is to modify these interactions by 
increasing the level of positive activities and decreasing the amount of negative ones. After the 
behavioural rationale is explained to both carers and patients, realistic and explicit goals for 
increasing positive activities are established. Behavioural change principles are then taught to the 
carer, and as far as possible, to the patient. For example, the level of pleasurable activities and 
mood is monitored, so that a clear relationship between mood and activity is established.
So far, Teri & Gallagher-Thompson (1991) have only presented clinical case material in support 
of their behavioural strategies. They report that there have been ‘noticeable’ improvements in 
measures of depression and other indices of improvements, such as a reduction in the frequency 
of problematic behaviours.
Stress Management
Haggerty (1990) has applied the biopsychosocial theory of disease to the development and 
maintenance of dementia. He argues that stress may be a causal factor in Alzheimer’s Disease.
He suggests that if the stress-related model of dementia is correct, this would theoretically allow 
for the prevention, deceleration or stabilisation of the disease when stress management techniques 
are applied. Haggerty (1990) cites a study by Welden & Yesavage (1982) as evidence to support 
the link between stress and dementia. Welden & Yesavage (1982) found that anxiety was 
reduced and memory improved in dementia patients through simple relaxation training.
Haggerty (1990) conducted an open-ended stress management group that used a variety of 
techniques to reduce stress, anxiety and/or depression and catastrophisation. There were no 
objective measures of the outcome of the group, although Haggerty (1990) reported that the 
process of transference, the formation of relationships and the fostering of hope were important 
aspects of stress management.
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CONCLUSION
Current Potential of Psychotherapeutic Work
In the last two decades the issue of psychotherapeutic work with people with dementia has 
received increasing attention from many working in the field of dementia care. Clinicians have 
begun to apply different psychological theories to explore the impact of dementia and the 
potential for psychotherapeutic work. This essay has focused on psychotherapeutic approaches 
that have been derived from established psychotherapeutic theories, including humanistic, 
psychodynamic, developmental, cognitive behavioural, behavioural, and biopsychosocial 
theories.
However, compared to the theoretical underpinnings of psychotherapeutic approaches for people 
with other forms of mental illness, such as anxiety, the theoretical benefit of psychotherapeutic 
work for people with dementia is relatively poorly understood. A possible reason for the lack of 
theoretical development is the failure of research studies to investigate the personal impact of 
dementia, and relate this to the theoretical benefit of psychotherapeutic work.
The observed benefit of psychotherapeutic work with people with dementia is also relatively 
poorly researched. Very few studies have used empirical research methods to investigate the 
benefit of a particular psychotherapeutic approach. For example, many studies failed to use 
control group comparisons, to provide detailed patient information, or to employ any standardised 
outcome measures. Those studies that have used empirical research methods failed to measure 
potential confounding variables, such as environmental factors. For example, Toseland et al 
(1997) failed to measure the quality of relationships with others in the environment, although a 
supportive relationship with another individual in the environment may have predicted outcome 
better than participation in validation group therapy.
It has been suggested that as there is no consensus as to what theories and interventions are most 
suitable, research developments should be described systematically through published case 
studies or a series of single-case experiments, rather than through experimental designs in which 
one treatment is compared with another (Cheston, 1998). Using such research methods will 
enable future studies to investigate the theoretical underpinnings of the process of 
psychotherapeutic change as well as the observed benefits of psychotherapeutic work, whilst
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ensuring that empirical research is not beyond the scope of the clinicians who are developing 
psychotherapeutic theory and practices.
Future Potential for Psychotherapeutic Work
There is a growing theoretical body of work concerning the way in which dementia is constructed 
and how a sense of social and personal identity is maintained (Cheston, 1998, Sabat & Harre,
1992). For example, social constructionists argue that loss of self, or loss of identity is not 
possible. Rather, an individual’s identity is located within language and social interaction 
(Cheston, 1998). Therefore, aspects of a person that are socially and publically presented may be 
lost -  but only indirectly as a result of dementia, and such loss is reputed to be directly related to 
the ways in which others view and treat the dementia sufferer (Sabat & Harre, 1992).
Kitwood’s work is conceptually similar, in that his writings focus on how dementia care practices 
can strengthen or undermine an individual’s sense of personhood (Cheston, 1998). For example, 
he proposes that psychotherapeutic work should not attempt to adjust the dementia sufferer to our 
everyday reality, but should involve the adjustment of ourselves as clinicians to the metaphorical 
imagery used by dementia sufferer (Kitwood, 1990b). When carers and clinicians talk in terms 
of, and connect with, the emotional reality of the dementia sufferer the interaction is inherently 
therapeutic, as the individual’s ability to deal with loss is strengthened by the emotional support.
The above concepts challenge the traditional approaches of care for people with dementia. 
Potentially, they could have the greatest psychotherapeutic impact if within their environment, 
individuals are viewed and treated according to the criteria of social constructionism and 
personhood, so that each interaction between carer and dementia sufferer becomes a potential 
therapeutic experience.
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CRITICALLY EVALUATE THE THEORETICAL 
UNDERPINNINGS OF SLEEP PROGRAMMES FOR INFANTS AND 
THEIR APPLICATION AND RELEVANCE IN COMMUNITY 
SETTINGS
The essay will begin by establishing the rationale for sleep programmes for infants, considering 
the impact of infant sleep problems on both infants and their caregivers. The essay will then 
evaluate the theoretical underpinnings of sleep programmes for infants, including those based on 
learning theory and attachment theory. The application and relevance of various sleep 
programmes in community settings will also be discussed, including examination of the results of 
outcome studies. The essay will conclude by considering areas requiring further research.
DEFINITIONS
Firstly, for the purpose of this essay, the meaning of the words ‘sleep programme’, ‘infant’ and 
‘community setting’ will be defined.
Sleep Programme
The term sleep programme will be defined as a psychological intervention that is designed to 
reduce or remove infant sleep problems, where the intervention is usually implemented by the 
caregiver(s) of the infant.
Infant
The lower age limit of an infant will be defined as six months as, prior to this age, night waking is 
universal in order that the nutritional needs of the infant are met (France & Hudson, 1993). Also, 
between the ages of 3-6 months it is likely that the infant will develop a settled pattern of sleep 
without intervention (Moore & Ucko, 1957 -  cited by France & Hudson, 1993). Therefore, 
studies using participants below this age are confounded, as the apparent success o f any treatment 
may be attributable to the spontaneous development of a settled sleep pattern. The upper age 
limit of infancy is critical as it affects the choice of treatment. The acquisition of functional 
language and associated cognitive ability in children above the age of two means that they can 
make the link between behaviour change during the night and temporarily delayed reinforcement 
(France & Hudson, 1993). Therefore, temporarily delayed reinforcement may be usefully
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included in the sleep programmes for children above two years (France & Hudson, 1993), but not 
below this age. This essay will not include the evaluation of delayed reinforcement, and an upper
age limit of two will be employed unless otherwise stated^.
Community Setting
The term community setting will be defined as any non-hospital environment in which the sleep 
programme is being implemented. Most sleep programmes are implemented by the caregiver(s) 
at the infants’ home, and therefore are usually applied in the community setting. The term 
community setting will apply regardless of whether the professional advising the caregiver about 
the sleep programme is based in the primary, secondary or tertiary level of the health service.
RATIONALE FOR SLEEP PROGRAMMES FOR INFANTS 
Normal vs Abnormal Sleep
The International Classification of Sleep Disorders describes over 80 conditions (ICSD, 1990). 
However, the three main types of sleep problems in children can be summarised as 
sleeplessness/insomnia, excessive sleepiness and night-time episodes of disturbed 
behaviour/parasomnias (Stores, 1996, Ware & Orr, 1990). In infants, the majority o f sleep 
problems involve sleeplessness/insomnia (Stores, 1996, Ware & Orr, 1990, Dahl, 1998). The 
most common form of sleeplessness/insomnia is characterised by difficulties either settling to 
sleep or night waking, where initiation of or return to sleep is only possible when the comforting 
conditions, which the infant has learned to associate with going to sleep, are provided (Stores, 
1996). Sleep programmes addressing other forms of sleep problems, such as excessive 
sleepiness, parasomnias and sleep-wake schedule disorders, are not addressed in this essay as 
they are more common in older children (Stores, 1996, Dahl, 1998).
Night waking itself is a physiologically normal phenomenon. Throughout the night it is normal 
to fluctuate between three basic states of consciousness: - Non Rapid Eye Movement (NREM) 
sleep; Rapid Eye Movement (REM) sleep; and wakefulness. Overnight sleep consists of a series 
of NREM-REM cycles which increase in duration from about 50 minutes in the full-term baby to 
the adult level of 90 minutes by adolescence (Stores, 1996). Therefore, for any age group, night
7 Several studies in the essay have used delayed reinforcement as part of the sleep programme for older 
children in their sample.
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waking is normal at the end of a cycle, but it is not often recognised unless there is difficulty 
returning to sleep. Infants may wake more often (between five to eight times a night), but this 
only becomes a problem if the conditions that the infant has associated with going to sleep require 
the attention of the caregiver (Stores, 1996, Dahl, 1998).
The issue of what constitutes a sleep problem, and what is normal sleep, is difficult to define 
(Ferber, 1996). For example, is night waking normal if it happens once a week or every 2 hours? 
The definition of a ‘problem’ therefore depends upon where the threshold is arbitrarily set 
(Morrell, 1999). However, this difficulty is overcome if the definition of a sleep problem is any 
sleep pattern that is unsatisfactory for the caregiver(s), infant or clinician (Ferber, 1996, Stores, 
1996).
Impact of Infant Sleep Problems
Infant sleep disturbance is a commonly reported phenomenon, with the figure varying between 15 
and 35% depending on the study cited (France & Hudson, 1993). For example, at least a quarter 
of 1-2 year olds in the general population were found to have frequent night waking problems 
(Richman, 1987). Much higher rates are reported in learning disabled children (Stores, 1992).
Research suggests that sleep problems affect both infant and caregiver(s). Infants with sleep 
disturbance get less sleep than other infants (Bernal, 1973, Holliday, Sibbald & Tooley, 1987) 
and are more likely to develop other behavioural problems (Kataria, Swanson & Trevathan, 1987, 
Richman, 1981). Without treatment, many infants with sleep problems continue to experience 
sleep disturbance in later childhood. For example, Jenkins, Owen, Bax & Hart (1984) found that 
children who had waking problems at 1 year had a 66% chance of continuing to have waking 
problems at either 18 months or 2 years. Furthermore, Wolke, Meyer, Ohrt & Riegel (1995) 
found that infant sleeping behaviour was the best predictor of sleeping behaviour in older 
children.
Caregivers vary in their reaction to infant sleep problems. Clinical experience has shown that 
some caregivers view them as serious, causing much distress, whereas others are relatively 
unconcerned, seeing them as something to be accepted as part of family life (Stores, 1996). 
Despite variations among caregivers’ perception of sleep problems, infant sleep disturbance has 
been found to be associated with maternal malaise (Richman, 1981, Van Tassel, 1985,
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Zuckerman, Stevenson & Bailey, 1987), disruption of maternal sleep, and maternal fatigue 
(Chavin & Tinson, 1980, Van Tassel, 1985). Ferber (1987) suggests that the caregiver is more 
likely to perceive the night waking as a problem where, even if requiring the briefest intervention, 
it disturbs the sleep cycle of the caregiver. For example, the caregiver may find it difficult to 
return to sleep once the infant has woken them, perhaps in the middle of their sleep cycle. 
Therefore, even if the child’s sleep disturbance is minimal, the parents’ loss of sleep may be 
great.
If chronic lack of sleep accumulates, this may cause excessive daytime sleepiness and other 
cognitive, occupational and behavioural consequences (Stores, 1996). Anger towards the infant 
may also be felt and directly or indirectly expressed, so that the quality of the parent-child 
relationship is affected (Ferber, 1987). In addition, if caregivers do not agree on the way in which 
night-time wakings should be handled, marital tensions may increase above the level simply 
related to sleep loss (Ferber, 1987). Parents of sleep-disturbed infants often describe its 
association with marital discord and, in a few cases, child abuse (Chavin & Tinson, 1980).
THEORETICAL UNDERPINNINGS OF SLEEP PROGRAMMES FOR INFANTS 
Learning Theory
Most infant sleep programmes are based on learning theory - where sleeping alone throughout the 
night without parental attention is seen as a learned process (Dahl, 1998). In the early weeks of 
life, caregivers are important in helping an infant calm, fall asleep, and fall back to sleep after 
waking (Ferber, 1987). The caregiver may use soothing techniques such as rocking, patting, 
nursing/feeding or use of a pacifier. However, as previously discussed, the infant’s ability to 
soothe himself rapidly matures between the ages of 3 and 6 months. If the infant appears to 
require soothing to get to sleep at 5 or 6 months, learning theorists would argue that this does not 
mean that he is unable to soothe himself. Rather, the patterns used to help the infant fall asleep or 
fall back to sleep have become habits more than needs, and the infant simply requires the 
opportunity to learn to soothe himself to sleep (Ferber, 1987).
Within learning theory, the reason for problematic sleep associations is seen to be related to one 
or more of the following: - a failure to establish appropriate sleep associations, such as inadequate 
sleep hygiene; use of sleep associations that require the presence of the caregiver, such as 
feeding, soothing or rocking prior to sleep; or failure to set limits in which appropriate sleep
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associations may be learned, such as attending to the infant’s requests for a drink/trip to the 
bathroom/one more story. A critical factor in the development of problematic sleep associations 
is that the patterns the infant has learned to associate with sleep are not within his/her control.
For example, if the infant has learned to associate having a milky drink with going to sleep, the 
infant is not capable of getting this himself/herself, and therefore the environment for getting to 
sleep is not within his/her control. If, on the other hand, the infant has learned to associate getting 
to sleep with sucking his/her own fingers, the infant would be able to control such an 
environment. As the problem is seen as a lack of individual Control over the conditions 
associated with sleep initiation (either at the beginning of the night or during the night), difficulty 
getting to sleep and difficulty returning to sleep are not seen as separate problems (Ferber, 1987).
Clinicians who have applied learning theory to infant sleep disturbance, such as Ferber, Richman 
and Douglas, also acknowledge that the development of such problems may have originally . 
occurred as a result of a medical or physiological problem (e.g Ferber 1987, 1996, Richman, 
Douglas, Hunt, Lansdown, & Lever, 1985). Although secondary to such problems, habituation to 
inappropriate sleep associations may maintain the sleep disturbance, and it is argued that they 
should respond to treatment in the same way as non-medically derived problems if  the medical or 
physiological problem has been addressed (e.g. Ferber, 1987).
Overall, learning theory provides a clear rationale for the development of infant sleep problems -  
that is, the infant is unable to get to sleep without parental attention as he/she has not learned 
more appropriate sleep associations. This theory of the development of infant sleep problems 
also leads to a clear treatment programme, where the infant is allowed to learn more appropriate 
sleep associations through a change in the environment. The theory can be objectively tested by 
the application of the treatment programmes - if the environmental change allows the infant to 
develop appropriate sleep associations whereby she/he is able to return to sleep without caregiver 
attention, the theory would be supported.
Attachment Theory
Some sleep programmes incorporate principles related to attachment theory. The transition to 
sleep and wakeful states in the course of the night are seen as instances of separation and reunion: 
where falling asleep each night is an instance of separation and waking up sets the stage for a 
reunion (Anders, 1994). Within this framework, both child and mother are seen to perceive
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sleep-related separations as anxiety provoking (Scher & Blumberg, 1999). Bowlby (1969) argued 
that such feelings of worry and anxiety are evoked in both mother and infant as part of normal 
attachment behaviour. The nature of the attachment relationship is thought to determine the way 
in which mother and child negotiate such anxiety around separation,, and this in turn may 
contribute to the development of sleep problems. For example, where there is an insecure 
attachment relationship, an infant may not be able to evoke an internal representation of a 
protective caregiver when separated from him/her (Moore, 1989). The internal representation is 
thought to be reassuring for the infant during the separation. The significance of such internal 
representations are thought to become more important towards the end of the first year (Scher & 
Blumberg, 1999) as the infant begins to develop object permanence, cause-effect relationships 
and intentionality (Piaget, 1954).
Maternal separation anxiety is one factor that is thought to play a significant role in the 
development of insecure attachments (Scher & Blumberg, 1999). From the mother’s perspective, 
the developing ability of the infant to protest and regain proximity to attachment figures towards 
the end of the first year is thought to trigger her own concern about the infant’s separation distress 
and activate her own feelings of discomfort when away from the infant (Scher & Blumberg,
1999). It is only when the infant is content and relaxed, and in close proximity to the mother, that 
she is able to assume a normal parental role (Moore, 1989). The theoiy assumes that the mother’s 
separation anxiety affects the development of a secure relationship, and in turn the child is unable 
to regulate his/her own anxiety. If, on the other hand, the mother is not overly anxious about 
separations, the theory assumes that the child would develop a more reassuring internal 
representation of his/her mother, and would therefore be able to regulate his/her own anxiety .
Scher & Blumberg (1999) used correlational data to support this theory. For example, maternal 
separation anxiety was found to be related to 1 a year-old’s ability to cope with separation (Hock 
& Clinger, 1981), post-separation child distress (Adams & Passman, 1981) as well as to school 
phobia (Waldron, Tobin, Stone & Shrier, 1975). Further support for this theory may come from 
the association between marital problems, maternal malaise, and infant sleep problems. Rather 
than assuming that it is the sleep problems that lead to marital problems or maternal malaise, it 
may be that the mother’s inability to provide a secure caregiver relationship, as a result of marital 
problems for example, is the important factor in the development of infant sleep problems.
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Attachment theory provides a clear rationale for the development of infant sleep problems -  that 
is, the infant is unable to get to sleep without parental attention as he/she is unable to reassure 
him/herself of the anxieties brought about by separation at night and seeks the comforting 
presence of his/her caregiver. However, many of the underlying assumptions upon which this 
theory is based are not objectively measurable. For example, it is not possible to verify the idea 
that the infant holds an internal representation of the caregiver, and that this internal 
representation is critical to the attachment relationship. In addition, this theory of the 
development of infant sleep problems does not lead to a clear treatment approach, as there may be 
many reasons for the insecure attachment which need treating differently. It is perhaps for this 
reason that this theory has not been so well tested by the design and application of theoretically 
based sleep programmes.
APPLICATION AND RELEVANCE IN COMMUNITY SETTINGS 
Sleep Programmes Based on Learning Theory
Recent years have seen the development of a range of sleep programmes for infants that have 
been theoretically derived from learning theoiy (France & Hudson, 1993).
The technique of removing the positive reinforcement for bedtime resistance and or signalling on 
awakening, known as extinction, is the basis for several different sleep programmes. Extinction 
is the complete removal of inappropriate sleep associations, such as parental attention. The first 
published instance of the use of extinction with an infant with sleep disturbance was Williams 
(1959 -  cited by France & Hudson, 1993), who reported on a case study where bedtime tantrums 
were eliminated in a 21-month old boy. The caregivers were instructed to put the child to bed, 
leave the room, and ignore the tantrums. The effects were rapid - by the third night the child 
settled without tantrums. An inadvertent reversal of the conditions resulted in the resumption of 
tantrums, indicating that it was the extinction procedure that produced the reduction. It was 
argued that the extinction of parental attention allowed the infant to develop more appropriate 
sleep associations.
More recently, there have been many studies that have supported the efficacy of extinction 
programmes. Rickert & Johnson (1988) compared extinction with scheduled awakening using a 
group design with thirty-three 6 to 54-month-old children. Although both techniques were 
effective, extinction worked more rapidly than scheduled awakening, and, in contrast to
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scheduled awakening, was suitable for children with difficulties getting to sleep as well as 
difficulties returning to sleep during the night. However, the attrition rate from those involved in 
extinction was five times that of scheduled awakening. Furthermore, the results should be 
interpreted with caution as Rickert & Johnson (1988) did not use a control group, and it is 
therefore not known whether improvement would have occurred spontaneously without any 
intervention. In addition, the sample size was relatively small for a group design study.
Using more appropriate methodology for a study with a small sample size, France & Hudson 
(1990) investigated extinction using a non-concurrent multiple baseline design across seven 
infant subjects. Parents were instructed to place their children in bed after an agreed-upon ritual 
and restrain from attending to their child again during the night unless they were concerned their 
child was ill or in danger. All cases showed decreases in the frequency and duration of 
awakenings and improvements on a sleep measure based on Richman’s Sleep Behaviour Scale 
(Richman et al, 1985). Improvements were maintained at both 3-month and 2-year follow-up. 
However, it can be argued that the use of a bedtime ritual was not part of the extinction procedure 
and that this may have influenced the outcome.
Despite the apparent effectiveness of extinction, there are problems with its application in a 
community setting. Many caregivers are unwilling to use it (Hall & Nathan, 1992 -  cited by 
France & Hudson, 1993, Rickert & Johnson, 1988, Weir & Dinnick, 1988). In particular, the 
postextinction response burst, with its consequent increase in the intensity and variability of 
infant behaviour such as crying, has been found to lead to caregiver distress (France & Hudson, 
1990, Lawton, France & Blampied, 1991, Rickert & Johnson, 1988). France (1994) suggested 
that caregivers’ concerns stem from their beliefs that sleep disturbance: - is normal and inevitable; 
should be accommodated in Western society as it is in other cultures; expresses a need state; and 
that the use of extinction may produce harmful effects. However, two studies have empirically 
addressed this latter issue, and found that infants treated with extinction increased in security and 
likeability and decreased in emotionality and tension (France, 1992a, Sanders, Bor & Dadds, 
1984).
As a result of the difficulties caregivers have encountered with extinction, attempts have been 
made to modify the procedure to reduce the postextinction response burst (France & Hudson,
1993). Modifications of extinction include: - gradually reducing the time spent attending to the
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infant; gradually reducing the level of reinforcement being given (such as moving from rocking to 
patting and so on); and gradually increasing the time the infant is left to cry/call for attention.
The success of modified extinction depends on the ultimate withdrawal of parental attention for 
bedtime or night-time disturbances (Durand & Mindell, 1990).
Studies have supported the efficacy of modified extinction programmes, although they can be 
criticised for having similar methodological problems as those researching pure extinction 
programmes. Pritchard & Appleton (1988) used a modified extinction intervention with 31 
infants between the ages of 9 and 42 months, where the procedure involved checking the child 
once on awakening and at 20-minutes intervals thereafter. Significant improvements occurred in 
the average number of nights, and times each night, that the infants awoke. However, no control 
group was used and the sample size was relatively small. Hall & Nathan (1992 -  cited by France 
& Hudson, 1993) compared the use of modified extinction procedures against a control group, 
where modified extinction was given to 19 children between 12 and 35 months of age. They 
found that treated infants had a significantly greater response than did infants in the control 
group. Smaller, uncontrolled studies also found significant improvements in infant sleep 
disturbance (Rolider & Van Houten, 1984, Durand & Mindell, 1990, Lawton et al, 1991).
Despite such research supporting the efficacy of modified extinction procedures, and the finding 
that caregivers rated this technique as more acceptable than pure extinction (Hall & Nathan, 1992 
-  cited by France & Hudson, 1993), attaining caregiver compliance remains an issue. For 
example, the use of modified extinction did not invariably overcome the postextinction response 
burst, and lack of improvement was related to caregiver non-compliance (Lawton et al, 1991).
As reviewed above, extinction and modified extinction techniques can be applied alone.
However, many sleep programmes based on learning theory employ a variety of techniques. 
Commonly, extinction programmes contain elements of stimulus control, referred to by some 
authors as sleep hygiene, where the emphasis is on creating the correct environment for sleep.
For example, the instigation of a predictable bedtime routine (such as quiet play, bath, story and 
bed) is used as a cue for sleep. However, stimulus control is rarely used alone because it does not 
help the infant learn to soothe him/herself to sleep. Rather, it creates a peaceful, sleepy 
atmosphere in which the infant may then be provided with the conditions to learn to soothe 
him/herself to sleep. Shaping is another technique often used in conjunction with extinction or
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modified extinction. For example, for those children who stay up late, the bedtime is moved 
imperceptibly earlier every few days.
Several studies have examined sleep programmes that have employed a combination of 
techniques or used different techniques with different subjects. Richman et al 1985) conducted 
an uncontrolled study, reporting on the outcome of thirty-five 12-48 month-old children treated 
with stimulus control, shaping, graduated extinction, and delayed reinforcement for the older 
children. Based on daily diaries and caregiver reports of actual behaviour, the therapists rated 
90% of the 77% of infants who completed treatment as markedly or completely improved, with 
the gains maintained at 4-month follow-up. In a larger uncontrolled study, Seymour, Bayfield, 
Brock & During (1984) reported the results of 193 children from 0-6-years old treated with a 
combination of stimulus control and extinction. As in the previous study, older children were 
also reinforced for sleeping through the night. After 4 weeks, 78% were sleeping through four or 
more nights a week, and improvement was maintained at 1-, 3-, and 6-month follow-ups. In a 
smaller subsequent study, using the same combination of techniques with 4 infants aged between 
12 and 47 months of age, Seymour (1987) used a multiple baseline design across subjects. All 
children showed marked improvements in night waking and settling to sleep over the period of 
the intervention and at a 3-month follow-up.
Overall, sleep programmes based on learning theory appear to be relevant when applied in a 
community setting, as many families experience beneficial outcomes. However, the choice of 
technique is made difficult as many of the studies failed to evaluate the contribution of individual 
components of sleep programmes, failed to provide information about which component was 
applied for which type of sleep problem, failed to use clear outcome criteria, and failed to use 
experimental controls (France & Hudson, 1993). In addition, success appeared to be dependent 
on the caregiver(s) being able to consistently apply the programme. Lack of consistent 
application of the programme has been associated with caregiver ‘non-compliance’, in the form 
of the caregiver either refusing to implement the programme (e.g. Rickert & Johnson, 1988), or 
lacking the motivation or ability to apply the programme in a consistent manner (e.g. France, 
Henderson & Hudson, 1996).
Various reasons and solutions have been suggested for caregiver non-compliance with infant 
sleep programmes. However, to date no studies have directly examined the issue. Dahl (1998)
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suggested that lack of sleep makes the caregiver “desperate” to try any approach temporarily, 
even though they may not be 100% committed to consistent implementation of the approach. He 
therefore suggested that professionals should provide support to the caregiver prior to the start of 
the programme, so that the family is 100% committed when the sleep programme commences. 
However, Dahl (1998) did not specify what type of support would be necessary to ensure such 
100% commitment.
Based on their experience of the Canterbury Sleep Programme, France et al (1996) did specify 
what type of support they believed would be necessary to improve caregiver compliance. They 
suggested that caregiver compliance could be related to three factors. Firstly, to the sensitivity of 
the professional towards caregivers’ conflicts regarding whether or not to cany out a programme 
(‘tact’). Secondly, to the quality of the information provided to the caregiver prior to the start of 
treatment, such as prior warning of the postextinction response burst (‘fact’). Thirdly, matching 
the particular technique to the lifestyle and characteristics of the caregivers (‘act’) could increase 
compliance. France et al (1996) also suggested that the above three factors should be addressed 
within the context of a professional relationship, based on a partnership and the sharing of 
expertise. However, at the primary care level, it may be that such a context is not possible 
without relevant professional training. For example, Weir & Dinnick (1988) attribute the lack of 
success of their sleep programme, carried out by health visitors, to the level of professional 
training.
Sleep Programmes Based on Attachment Theory
To date, no sleep programmes evaluated in the literature have been purely based on attachment 
theory, although many sleep programmes based on learning theoiy have incorporated elements of 
attachment theoiy in order to address such issues as separation anxiety.
For example, Sadeh (1990) conducted a study in which 50 sleep-disturbed infants were randomly 
assigned to one of two modifications of extinction programmes. The first programme involved 
checking on the infant every 5 minutes after settling and awakening, restoring his/her sleeping 
position, bidding goodnight, and leaving the room. This continued until the infant fell asleep in 
between visits. Such checking may have allowed the caregiver to reassure him/herself of the 
infant’s wellbeing and may also have reassured the infant of the caregiver’s continued presence, 
without providing attention for the sleep disturbance and without associating the
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presence/soothing actions of the caregiver with falling asleep. The second programme involved 
the caregiver sleeping in the infant’s room for a week, without having any interaction with the 
infant during the night even if he/she awoke. After this period the caregiver resumed sleeping in 
a separate room. Sadeh (1990) argued that a week of parental co-sleeping may soothe the infant’s 
concerns regarding caregiver presence, leading to a more consolidated and relaxed sleep where 
the infant was not reliant on any action on the part of the caregiver to get to sleep. However, it 
can also be argued that the second approach may also have soothed caregiver anxiety, where the 
caregiver is reassured of the infant’s wellbeing by their proximity. Sadeh (1990) found that both 
groups showed a significant increase in sleep percent and a significant decrease in the number of 
awakenings, although there were no differences in outcome between the two groups. The study 
can be criticised for not employing a waiting list control group and for not evaluating the 
individual components of each approach -  it is unclear to what extent the withdrawal of caregiver 
attention for sleep disturbance, or the removal of separation anxiety, influences outcome.
However, Sadeh’s study provided a clear example of how modified extinction programmes may 
be adapted to address infant and/or caregiver separation anxiety. For example, where the 
caregiver perceives the infant’s sleep disturbance as an expression of a need state, a caregiver is 
unlikely to comply with a sleep programme where their infant is denied attention for any length 
of time. Therefore, non-compliance with sleep programmes based on learning theory may be 
related to caregiver concerns about being separated from the infant.
In addition to increasing compliance with sleep programmes based on learning theoiy, the 
application of attachment theoiy may be useful in explaining improvement in the sleep 
disturbance. It may be that improvement in the sleep disturbance is due to an alteration in the 
attachment relationship between the infant and caregiver, rather than solely due to the infant 
learning appropriate sleep associations. For example, the caregiver may have separation anxieties 
that lead to an inconsistent parenting style, resulting in the child developing an insecure 
attachment. If the caregiver successfully applies a sleep programmes based on learning theory, 
this will provide the child with a more consistent approach, and the child may develop a more 
secure attachment in which he/she is no longer afraid at times of separation, such as at night. 
Research supporting the link between infant attachment and sleep disturbance includes studies by 
France (1992a) and Sanders et al (1984), who found that infants treated with extinction increased 
on measures of security and likeability and decreased on measures emotionality and tension.
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Furthermore, Scher & Blumberg (1999) found a relationship between inconsistent parenting 
styles, maternal anxiety and difficult bedtime routines. However, Scher & Blumberg’s (1999) 
study lacked any objective measure of infant sleep, and the correlational nature of the data means 
that the question remains as to whether difficult bedtime routines lead to caregiver 
inconsistency/anxiety or whether the inconsistent and anxious style of parenting causes difficult 
bedtime routines.
CONCLUSION
The application of learning theory to infant sleep problems provides a testable hypothesis for their 
cause and maintenance -  that is, the infant has learned inappropriate sleep associations. Although 
the research examining the application of sleep programmes based on learning theory has several 
limitations the data from the studies have consistently supported the hypothesis, as infant sleep 
problems have been shown to be reversible when appropriate sleep associations are learned by the 
infant. However, research has also shown that the relevance of such sleep programmes is 
confounded in a community setting if the caregiver is unable to implement the programme in a 
consistent manner. Several authors have suggested that the quality of professional support given 
to caregivers is a key factor in ensuring caregiver compliance and the consistent application of a 
sleep programme.
It has also been suggested in this essay that the attachment relationship could play an important 
role in infant sleep disturbance. As well as being related to the infants’ sleep disturbance itself, 
the nature of the parent-child relationship may be central to the caregiver’s ability to apply a 
behavioural sleep programme consistently. However, more research is required to investigate 
whether changes in attachment relationships do in fact mediate the success of the infant sleep 
programmes. More research is also required to determine under what circumstances it would be 
more beneficial to address the attachment relationship directly, to produce changes in the sleep 
difficulties, rather than attempting a behavioural sleep programme.
In conclusion, large scale, longitudinal controlled studies are needed in order to examine how 
such factors as the type of behavioural intervention, the quality and level of professional support, 
and the nature of the attachment relationship, influence both sleep disturbance and caregiver 
compliance with infant sleep programmes. In the absence of such detailed research, the task for 
the clinician is to be aware of the successful application of infant sleep programmes based on
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learning theory, and the potential role of the quality of the professional support and the parent- 
child relationship in increasing the relevance of such infant sleep programmes in community 
settings.
Specialist Essay 92
REFERENCES
Adams, R. E. & Passman, R. H. (1981). The effects of preparing two-year-olds for brief 
separation from their mothers. Child development, 52, 1068-1070.
Anders, T. (1994). Infant sleep, night time relationships and attachment. Psychiatry, 57,11-21.
Bernal, J. F. (1973). Night waking in infants during the first 14 months. Developmental 
Medicine and Child Neurology, 15, 760-769.
Bowlby, J. (1969). Attachment and Loss, Vol. 1, Attachment. Hogarth press, London.
Chavin, W. & Tinson, S. (1980). Children with sleep difficulties. Health Visitor, 53,477-480.
Dahl, R. E. (1998). The Development and Disorders of Sleep. Advances in Pediatrics, 45, 73-90.
Durand, V. M. & Mindell, J. A. (1990). Behavioural treatment of multiple childhood sleep 
disorders. Behaviour Modification, 14, 37-49.
Ferber, R. A. (1987). Behavioural “insomnia” in the child. Psychiatric Clinics o f North America, 
10 (4), 641-653.
Ferber, R. A., (1996). Childhood sleep disorders. Neurologic Clinics, 14 (3), 493-511.
France, K. G. (1992a). Behavior characteristics and security in sleep distrubed infants treated 
with extinction. Journal o f  Pediatric Psychology, 17,467-475.
France, K. G. (1994). Handling parents’ concerns regarding the behavioural treatment of infant 
sleep disturbance. Behaviour Change, 11, 101-109.
France, K. G., Henderson, J. M. & Hudson, S. T. (1996). Fact, act, and tact: A three stage 
approach to treating the sleep problems of infants and young children. Child and Adolescent 
Psychiatric Clinics o f North America, 5, 581-599.
Specialist Essay 93
France, K. G. & Hudson, S. M. (1990). Behavior Management of infant sleep disturbance. 
Journal o f Applied Behavior Analysis,! 3,91-98.
France, K. G. & Hudson, S. M. (1993). Management of infant sleep disturbance: A review. 
Clinical Psychology Review, 13, 635-647.
Hall, A. C. & Nathan, P. R. (1992). The management of night waking and settling problems in 
young children: Efficacy of a behavioural group parent training programme. Paper presented at 
the Fourth World Congress o f Behavior Therapy, Queensland, Australia. Cited by France & 
Hudson (1993).
Hock, E. & Clinger, J. (1981). Infant coping behaviors. Their assessment and their relationship 
to maternal attributes. Journal o f  Genetic Psychology, 138, 231 -243.
Holliday, J., Sibbald, B. & Tooley, M. (1987). Sleep problems in two year olds. Family 
Practice, 4,32-35.
ICSD (1990). International Classification o f Sleep Disorder: Diagnostic and Coding Manual. 
Diagnostic Steering Committee, M. J. Thorpy, Chairman. Rochester, Minnesota: American Sleep 
Disorders Association.
Jenkins, S., Owen, C., Bax, M. & Hart, H. (1984). Continuities of common behaviour problems . 
in pre-school children. Journal o f  Child Psychology and Psychiatry, 25, 75-89.
Kataria, S., Swanson, M. S. & Trevathan, G. E. (1987). Persistence of sleep disturbances in pre­
school children. The Journal o f Pediatrics, 110, 642-646.
Lawton, C., France, K. G. & Blampied, N. M. (1991). Treatment of infant sleep disturbance by 
graduated extinction. Child and Family Behavior Therapy, 13,39-56.
Moore, M. S. (1989). Disturbed attachment in children; A factor in sleep disturbance, altered 
dream production and immune dysfunction: I. Not safe to sleep: Chronic sleep disturbance in 
anxious attachment. Journal o f Child Psychotherapy, 15,99-111.
Specialist Essay 94
Moore, T. & Ucko, L. E. (1957). Night waking in early infancy. Archives o f Diseases in 
Chidlhood, 32, 333-342. Cited by France & Hudson (1993).
Morrell, J. M. B. (1999). The infant sleep questionnaire: A new tool to assess infant sleep 
problems for clinical and research purposes. Clinical Psychology & Psychiatry Review, 4, 20-26.
Piaget, (1954). The Construction o f Reality in the Child. New York: Basic Books.
Pritchard, A. & Appleton, P. (1988). Management of sleep problems in pre-school children. 
Early Child Development and Care, 34, 227-240.
Richman, N. (1981). A community survey of characteristics of one-to-two year olds with sleep 
disruption. Journal o f  the Academy o f Child Psychiatry, 20,281-291.
Richman, N. (1987). Surveys of sleep disorders in children in a general population. In: Sleep 
and its Disorders in Children. New York: Raven Press.
Richman, N., Douglas, J., Hunt, H., Lansdown, R. & Lever, R. (1985). Behavioural methods in 
the treatment of sleep disorders -  A pilot study. Journal o f Child Psychology and Psychiatry, 26, 
581-590.
Rickert, V. I. & Johnson, C. M. (1988). Reducing nocturnal awakening and crying episodes in 
infants and young children: A comparison between scheduled awakenings and systematic 
ignoring. Pediatrics, 81, 203-212.
Rolider, A. & Van Houten, R. (1984). Training parents to use extinction to eliminate night-time 
crying by gradually increasing the criteria for ignoring crying. Education and Treatment o f  
Children, 7,119-124.
Sadeh, A. (1990). Actigraph home monitoring of sleep-disturbed infants: Comparison to controls 
and assessment of intervention. In J. Home (Ed.), Sleep 1990: Proceedings o f  the I f f 1 European 
Congress on Sleep Research. Bochum, Germany: Pontenagel Press.
Specialist Essay 95
Sanders, M R., Bor, B. & Dadds, M. (1984). Modifying bedtime disruptions in children using 
stimulus control and contingency management techniques. Behavioural Psychotherapy, 12, 130- 
141.
Scher, A. & Blumberg, O. (1999). Night waking among 1-year olds: a study of maternal 
separation anxiety. Child: Care, Health and Development, 25, 323-334.
Seymour, F. W. (1987). Parent management of sleep difficulties in young children. Behaviour 
Change, 4, 39-48.
Seymour, F. W., Bayfield, G., Brock, P. & During, M. (1984). Management of night waking in 
young children. Australian Journal o f Family Therapy, 4, 217-223.
Stores, G. (1992). Annotation: sleep studies in children with a mental handicap. Journal o f Child 
Psychology and Psychiatry, 33, 1303-1317.
Stores, G. (1996). Practitioner review: Assessment and treatment of sleep disorders in children 
and adolescents. Journal o f Child Psychology and Psychiatry, 37, 907-925.
Van Tassel, E. B. (1985). The relative influence of child and environmental characteristics on 
sleep disturbances in the first and second years of life. Developmental and Behavioral Pediatrics, 
6, 81-86.
Waldron, S., Tobin, R., Stone, B. & Shrier, D. (1975). School phobia and other childhood 
neuroses: Systematic study of children and their families. American Journal o f Psychiatry, 132, 
802-808.
Ware, J. C. & Orr, W. C. (1990). Evaluation and treatment of sleep disorders in children. In C. E 
Walker & G. M. Roberts, (Eds.), Handbook o f Clinical Child Psychology. New York Chichester: 
Wiley.
Specialist Essay 96
Weir, I. K. & Dinnick, S. (1988). Behaviour modification in the treatment of sleep problems 
occurring young children: a controlled trial using health visitors as therapists. Child: Care, 
Health, and Development, 14, 355-367.
Williams, C. D. (1959). The elimination of tantrum behaviour by extinction procedures. Journal 
o f Abnormal Social Psychology, 59,269. Cited by France & Hudson (1993).
Wolke, D., Meyer, R., Ohrt, B. & Riegel, K. (1995). Co-morbidity of crying and feeding 
problems with sleeping problems in infancy: Concurrent and predictive associations. Early 
Development and Parenting, A, 191-207.
Zuckerman, B. Stevenson. J. & Bailey, V. (1987). Sleep problems in early childhood: 
Continuities, predictive factors, and behavioral correlates. Pediatrics, 80, 664-671.
Clinical Dossier 97
CLINICAL DOSSIER
OVERVIEW
This section contains an overview of the clinical experience gained during the 
course and brief summaries of the five formal clinical case reports submitted. 
Full details of the case reports, as well as placement contracts, logbooks of 
clinical experience, and placement evaluation forms, can be found in volume 2 of 
the portfolio - a separate confidential document held in the Psychology 
Department of the University of Surrey.
Please note that all client names and identifiers in this section have been changed 
to preserve confidentiality.
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CORE ADULT MENTAL HEALTH PLACEMENT 
PLACEMENT DETAILS
October 15 1997 —April 3 1998
Dr Anna Iwnicki (Clinical Psychologist) and Dr Jo Ross-Gower (Clinical 
Psychologist)
Kingston Community Mental Health
Kingston Out-Patients Psychology Department, Kenley Extension, Kingston 
Hospital, Galsworthy Road, Kingston Upon Thames, Surrey, KT2 7QB 
Kingston Community Mental Health Team, Guildhall 1, Kingston Upon 
Thames, Surrey, KT1 1EU
SUMMARY OF EXPERIENCE
This placement provided valuable experience of working from a cognitive behavioural 
perspective with a variety of adult mental health problems in the context of an outpatient 
psychology department and as a member of a community mental health team (CMHT). This 
placement also offered an excellent opportunity to work from a systemic perspective as part of a 
family therapy team. Clinical experience within the outpatient psychology department involved 
short-term intervention with specific mental health problems. Clinical experience within the 
community mental health and family therapy teams involved working with clients with more 
severe and enduring mental health problems. Overall, the experience of working with clients 
from diverse socio-cultural backgrounds with a wide range of mental health problems across a 
variety of different settings highlighted the importance of a flexible approach.
OVERVIEW OF EXPERIENCE 
Models
As well as working from a cognitive behavioural perspective in the psychological treatment o f a 
range of adult mental health problems, this placement offered the experience of working from a 
systemic perspective (post-Milan) as part of the family therapy team. Additional supervision was 
undertaken for an alternative psychodynamic formulation of depression. This placement also 
provided an opportunity to develop skills and knowledge in neuropsychological and psychometric 
assessment.
Dates:
Supervisor(s):
NHS Trust: 
Base(s):
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Settings
The placement was based in an outpatient psychology department and in a community mental 
health team.
Clinical skills and experience
Experience was gained with a range of presenting problems including; anxiety (e.g. panic attacks, 
agoraphobia), depression, PTSD, childhood sexual abuse, eating disorder, paranoid 
schizophrenia, multiple bereavement, family and other relationship difficulties, night terrors, 
elective mutism, and cognitive impairment. A variety of assessment procedures were used 
including the WAIS-R, NART-R, AMIPB, BAI, BDI, HADS, Horowitz Impact of Events Scale, 
Graded Naming, and Verbal Fluency.
Meetings, observations, seminars, and visits
Meetings were held with the head of the psychology department and the CMHT team-leader to 
discuss the aims and objectives of the psychology department and the CMHT respectively. In 
order to aid my understanding o f the roles and skills of other professionals within the CMHT, 
meetings and observations were undertaken with a CPN and an occupational therapist. I attended 
weekly CMHT and psychology department meetings during which my role included chairing the 
CMHT business meeting, presenting a case, providing input into case discussion, and organising 
and presenting a seminar about dialectical behaviour therapy for people with borderline 
personality disorder. I also visited a day centre and a resource centre, which helped develop my 
awareness of the facilities available for those with longer term enduring mental health problems.
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CORE LEARNING DISABILITY PLACEMENT 
PLACEMENT DETAILS
April 22 1998 -  October 2 1998
Allan Davis (Consultant Clinical Psychologist), David Wilkie (Consultant 
Clinical Psychologist)
East Kent Community Health Care
Eversley House, 19 Horn Street, Seabrook, Hythe, Kent, CT21 5SB 
SUMMARY OF EXPERIENCE
This placement provided a thorough experience of working from a behavioural, cognitive, and 
neuropsychological perspective in the context of a learning disability community resource team. 
Work with team members, staff groups and carers provided an excellent opportunity to learn and 
develop consultation skills. Clinical experience involved working with people with mild, 
moderate, and severe learning disabilities, including those with a differential diagnosis of 
schizophrenia. Overall, the experience of working with a range of clients, staff groups and carers 
in a variety of settings highlighted the importance of building good rapport and effective 
communication skills.
OVERVIEW OF EXPERIENCE 
Models
This placement provided the opportunity to develop an in-depth knowledge of behavioural 
assessment and intervention (including functional analysis), as well as to adapt my existing skills 
in cognitive behavioural therapy for this client group. This placement also provided an 
opportunity to develop skills and knowledge in neuropsychological and psychometric assessment.
Settings
The placement was based within a multi-disciplinary community resource team for people with 
learning disabilities. Clinical work was undertaken in clients’ homes (residential and group 
homes), day centres, and community settings (e.g. in vivo work).
Dates:
Supervisor (s):
NHS Trust: 
Base(s):
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Clinical skills and experience
This placement helped me to develop my skills in various modes of assessment and intervention 
including direct client work, joint work with other professionals, and consultation with staff 
groups and unpaid carers. Clinical work was undertaken with clients with mild, moderate and 
severe levels of learning disability, including those with a differential diagnosis of schizophrenia 
and those with physical health problems. Presenting problems included challenging behaviour 
(e.g. inappropriate sexual, aggressive, and stealing behaviour), obsessive compulsive disorder, 
and the assessment of the severity of learning disability and/or memory function. Experience was 
gained in a variety of assessment procedures including the WAIS-R, NART-R, AMIPB, direct 
observations, momentary time sampling, ABC charts, and video recording.
Meetings and research
Meetings were held with the community resource team leader and a senior community nurse to 
discuss the aims and objectives of the community resource team and other issues including joint 
financing (between health and social services) and de-institutionalisation. In order to aid my 
understanding of the roles and skills of other professionals within the community resource team, 
meetings were also held with a community nurse, a speech and language therapist and an 
occupational therapist. I attended community resource team meetings and psychology 
department meetings during which I provided input into case discussions. During the placement I 
conducted a research project about the management of the community learning disability team 
waiting list.
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CORE CHILDREN, ADOLESCENTS AND FAMILIES PLACEMENT
PLACEMENT DETAILS
Dates: October 14 1998 - April 1 1999
Supervisors): Dr Olwen Wilson (Consultant Clinical Psychologist)
NHS Trust: Surrey Hampshire Borders
Base(s): Child & Family Consultation Service, Buryfields Clinic, Lawn Road,
Guildford, Surrey.
SUMMARY OF EXPERIENCE
This placement provided an excellent opportunity to work from a developmental, behavioural, 
cognitive, systemic, and neuropsychological perspective with a range of child and family issues 
in the context of a child and family consultation service and a children’s outpatient unit of a 
general hospital. Clinical experience included work with families of children with developmental 
and/or mental health problems. This placement allowed me to build on existing assessment, 
formulation and intervention skills to incorporate a range of expertise required for both individual 
and group work, and to adapt my work to the developmental level of the child and the family 
context. This placement also offered me the opportunity to provide supervision to an assistant 
psychologist.
OVERVIEW OF EXPERIENCE 
Models
This placement focused on the application of developmental, behavioural, and cognitive theory to 
a range of child and family problems. Joint work with a family therapist and a psychiatrist 
provided the opportunity to work from a systemic perspective. This placement also provided an 
excellent opportunity to develop the range of skills necessary for the neuropsychological and 
psychometric assessment of pre-school age children and school age children and adolescents.
Settings
The placement was based within a specialist child and family consultation service. The team 
included members from the following professions: psychiatry, psychotherapy, play therapy, 
family therapy and social work, as well as clinical psychology. Clinical work was also
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undertaken in the children’s outpatient unit of a general hospital. This provided the opportunity 
to liaise with and observe the work of paediatricians, speech and language therapists, and play 
therapists.
Clinical skills and experience
My caseload included children ranging from infancy to adolescence. Experience was gained with 
a variety of presenting problems including: feeding problems, sleep problems, attachment 
disorder, autistic spectrum disorder, ADFID, anxiety, obsessive compulsive disorder, depression, 
PTSD, school attainment problems, school refusal and conduct disorder. I co-facilitated a social 
skills group with an assistant psychologist whom I also supervised for two of her cases. I also 
facilitated one session of a parenting group for parents of children with ADHD, and one session 
of a playgroup for parents of infants with learning disabilities. Experience was gained in a 
variety of assessment procedures including the Griffiths Mental Development Scales, Merill- 
Palmer, BAS-II, WISC-III, WORD, RBMT for children and Connor’s Rating Scales.
Meetings, observations, and visits
Meetings and observations were undertaken with all of the other professions represented in the 
child and family consultation service and the children’s unit. I presented a case and gave input 
into case discussion at psychology department meetings. I visited nurseries, schools (including a 
specialist school for children with autism), and respite and residential facilities for children with 
learning disabilities. I also attended the local child special interest group meeting.
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CORE OLDER ADULTS PLACEMENT 
PLACEMENT DETAILS
Dates: April 21 1999 -O ctober 1 1999
Supervisor(s): Dr Farzad Shamsavari (Clinical Psychologist)
NHS Trust: Kingston & District Community
Base(s): Older Adults Community Mental Health Team, Amyand House, Strafford
Road, Twickenham, Surrey.
SUMMARY OF EXPERIENCE
Experience was gained in a range of therapeutic approaches, including person-centred, cognitive, 
and behavioural. This placement also provided the opportunity to consider developmental/life­
span issues and to benefit from my supervisor’s specialist knowledge of neuropsychological 
assessment. Clinical work was undertaken in residential and inpatient settings with a range of 
presenting problems, including dementia, anxiety, depression, bereavement, alcohol abuse, and 
schizophrenia. This placement allowed me to build on existing teaching skills and gain further 
experience of consultation with staff groups.
OVERVIEW OF EXPERIENCE 
Models
This placement focused on the application of person-centred, developmental/life-span, cognitive, 
and behavioural approaches to a range of older adult problems. This included life-review, 
reminiscence and validation therapy. The placement also provided an excellent opportunity to 
develop the range of skills necessary for the assessment of cognitive functioning and the 
dependency levels of older adults.
Settings
The placement was based within a multi-disciplinary community mental health team for older 
adults. Clinical work was also undertaken in an inpatient setting as well as in clients homes 
(including privately and social services run residential group homes).
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Clinical skills and experience
Experience was gained in working with a variety of mental health and other issues pertinent to 
older adults, including; dementia, depression, anxiety, bereavement, schizophrenia, alcohol abuse, 
and adjustment difficulties. I co-facilitated a coping skills group with an occupational therapist in 
an inpatient setting. Experience was gained in a variety of assessment procedures including the 
CAMDEX, MEAMS, DRS, and the GDS. Consultation work was carried out with day hospital 
staff concerning limit setting for individuals with borderline personality disorder.
Meetings, teaching experience and courses attended
I attended ward rounds in order to aid my understanding of the issues relevant to an inpatient 
setting. I also attended community mental health team meetings, case reviews, journal club, 
quality assurance meetings, and a service-planning meeting. I presented a case regarding 
bereavement work with an older adult with dementia at the team meeting. I also gave a teaching 
presentation to staff at a residential group home on the topic of ‘understanding dementia and its 
associated characteristic behaviour patterns’. Whilst on placement I attended a training event 
given by Paul Salkovskis about cognitive behavioural therapy and its efficacy.
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SPECIALIST PLACEMENT IN AN ADULT HEALTH SETTING
PLACEMENT DETAILS
Dates: April 12 2000-September 292000
Supervisor(s): Dr Michelle Sowden (Clinical Psychologist)
NHS Trust: Surrey Hampshire Borders
Base(s): Department of Psychological Medicine, Frimley Park Hospital, Frimley,
Surrey
SUMMARY OF EXPERIENCE
This placement offered an excellent opportunity to consolidate therapy skills within a cognitive 
behavioural framework, working with people with psychological difficulties related to or arising 
from health problems, in the context of a general hospital. Clinical work was undertaken with 
adults with a range of presenting problems including; unexplained seizures, terminal illness, and 
chronic pain. This placement also offered the opportunity to co-facilitate a pain management 
group with my supervisor. Overall, the placement allowed me to focus on process issues so as to 
be more responsive to clients and their needs.
OVERVIEW OF EXPERIENCE 
Models
This placement focused on the application of cognitive behavioural approaches with a range of 
adult health problems. Developing awareness of process issues and competence in therapy skills 
were also aims of the placement.
Settings
The placement was based within the department of psychological medicine in a general hospital. 
The team consisted of two psychiatric liaison nurses, a specialist registrar, a senior house officer, 
a consultant psychiatrist, and a clinical psychologist. Clinical work was undertaken in the 
department as well as on the wards.
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Clinical skills and experience
Clinical experience involved working with adults adjusting to a range of physical health issues, 
including; chronic pain, arthritis, cancer, physical injury, traumatic childbirth, unexplained 
seizures, cystic fibrosis, and ehlers-darilos syndrome. Clients’ presenting mental health problems 
included self-injuiy, PTSD, anxiety and depression. This placement also offered me the 
opportunity to develop specialist skills in pain management through co-facilitating a pain 
management group. I was also involved in the development of the psychology service to the 
diabetes clinic, providing a checklist of indices of poor adjustment to diabetes. Psychological 
tests included the Courtauld emotional control scale, assertiveness questionnaire, BDI-H, HADS, 
PTCI, and pain inventories.
Meetings, presentations and audit
I met with a range of specialist nursing staff to gain an understanding of their work with clients 
with specific health problems and with the clinical service manager to discuss his role and Trust 
issues. I attended the multi-disciplinary ward round and weekly team meetings during which I 
provided input into case discussions, and I presented a case at the team meeting. I also attended 
monthly research meetings, where I presented my major research project. I was involved in an 
audit project, creating a database to monitor referrals.
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SPECIALIST PLACEMENT IN A PAEDIATRIC SETTING
PLACEMENT DETAILS
Dates: October 11 2000-M arch 30 2001
Supervisor(s): Dr Olwen Wilson (Consultant Clinical Psychologist)
NHS Trust: Surrey Hampshire Borders
Base(s): Child Health, G Floor, North Hampshire Hospital, Basingstoke, Hampshire.
SUMMARY OF EXPERIENCE
This placement provided the opportunity to work from a developmental, cognitive, behavioural 
and systemic perspective with a variety of child health problems in the context of a general 
hospital. Clinical experience included work with families of children with developmental and/or 
physical health problems, including; autism, speech and language delay, chronic fatigue 
syndrome, tic disorder, and pseudoseizures. As well as refining my existing assessment, 
formulation and intervention skills, this placement allowed me to consider service development 
issues through the setting up of a group to promote adjustment in diabetic children, as well as 
provide consultation and teaching to other professions and supervision to an assistant 
psychologist.
OVERVIEW OF EXPERIENCE 
Models
This placement focused on the application of developmental, cognitive, behavioural, and systemic 
theory to a range of child health problems. This placement also provided the opportunity to 
consolidate my skills in the neuropsychological and psychometric assessment o f pre-school age 
and school age children. Additional psychodynamic supervision was undertaken for an 
alternative formulation o f chronic fatigue.
Settings
The placement was based within a child health service in a general hospital. Clinical work was 
also undertaken in schools and health centres.
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Clinical skills and experience
My caseload included children ranging from infancy to adolescence. Experience was gained with 
a variety of presenting problems including; autistic spectrum disorders, chronic fatigue syndrome, 
pseudoseizures, tic disorders, and ADHD. I set up a group to promote adjustment in diabetic 
children and provided consultation and teaching to other professions (including occupational 
therapists and health visitors). I also supervised an assistant psychologist. Experience was 
gained in a variety of assessment procedures including the McCarthy, Bailey, Merill-Palmer, 
WISC-III, ASSQ and Vineland Adaptive Behaviour Scales.
Meetings and multi-disciplinary work
I attended the monthly child psychology meetings at which I gave input into case discussion and 
presented a case. Clinical work in the general health setting included liaising with the following 
professions; paediatricians, play therapists, physiotherapists, diabetic nurse specialists, and 
speech and language therapists.
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SUMMARY OF THE ADULT MENTAL HEALTH CASE REPORT
COGNITIVE BEHAVIOURAL INTERVENTION WITH A FIFTY YEAR OLD FEMALE 
WITH DEPRESSION
Main Presenting Problem(s)
Ms Wright was referred to the adult psychology department by her GP, for help with chronic 
unhappiness and low self-esteem. Ms Wright had been prescribed anti-depressants for twelve 
years. She presented her main problems as anger, unhappiness and guilt concerning past events, a 
negative view of herself, and poor social relationships.
Assessment Procedure
• Assessment for treatment interview; drawing from Aaron and Judith Beck’s model of 
depression, DSM-IV diagnostic criteria for depression, and Hawton’s work on assessment of 
depression, to inform questioning.
• Psychological tests; HADS, BDI.
Intervention
Following the assessment, the formulation was shared with Ms Wright and therapy goals were 
set. Intervention was aimed at reducing Ms Wright’s negative thinking though the use of 
cognitive behavioural techniques, drawing from Beck’s cognitive therapy for depression. The 
cognitive behavioural techniques included; education about the cognitive model of depression, 
inviting Ms Wright to identify and monitor her negative thoughts and assumptions by keeping a 
diaiy, and use of Socratic questioning and behavioural experiments to challenge negative 
thoughts. Intervention was also aimed at increasing Ms Wright’s social skills though the use of 
role-play.
Outcome
At the end of four months (8 sessions), Ms Wright appeared to have made a good recovery. Her 
score on the BDI no longer fell within the range for depression. She reported improvements in
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her mood as well as in her interpersonal relationships. However, Ms Wright’s score on the 
anxiety subscale of the HADS remained within the clinically significant range.
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SUMMARY OF THE LEARNING DISABILITY CASE REPORT
ASSESSMENT AND MANAGEMENT OF CHALLENGING BEHAVIOUR IN A FORTY- 
SIX YEAR OLD MALE WITH A DUAL DIAGNOSIS OF MILD/MODERATE 
LEARNING DISABILITY AND MANIA
Main Presenting Problem(s)
The manager of Mr Davis’s private group home asked the GP to refer him for an assessment of 
his socially inappropriate, sexually explicit and aggressive behaviour. She also requested advice 
on how staff at the home should manage Mr Davis’s behaviour.
Assessment Procedure
Prior to conducting any of the following assessment procedures, Mr Davis was interviewed by 
himself in order to obtain his consent to collect information from various sources. Drawing from 
Emerson’s work on challenging behaviour, a functional analysis of the problem behaviour was 
carried out in order to identify the environmental processes that may have developed or 
maintained his behaviour. Structured interviews were carried out with staff in regular contact 
with Mr Davis who also completed ABC charts for specified problem behaviours. In addition, 
the trainee carried out real-time observations of Mr Davis at various times during his typical daily 
routine over the period of one month.
Intervention
The intervention was based on a procedure of differential reinforcement so that the staff only 
gave positive reinforcement contingent upon Mr Davis’s appropriate behaviour, and withdrew 
positive reinforcement contingent upon Mr Davis’s challenging behaviour. Management 
guidelines were written and the trainee held three meetings with the service manager and 
members of the day-care and residential staff in order to discuss the guidelines and answer any 
queries. A pilot task was carried out prior to implementation in order to improve staff confidence 
in applying the guidelines.
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Outcome
During the pilot task, the guidelines appeared to be successful in reducing Mr Davis’s challenging 
behaviour. When the full guidelines were implemented, there was an initial extinction burst 
followed by a reduction in the level of challenging behaviour.
Summary of Children, Adolescents and Families Case Report 114
SUMMARY OF THE CHILDREN, ADOLESCENTS AND FAMILIES 
CASE REPORT
NEUROPSYCHOLOGICAL ASSESSMENT OF A THIRTEEN YEAR OLD GIRL WITH 
SOCIAL SKILLS PROBLEMS
Main Presenting Problem(s)
Her school doctor referred Miss Evans to the child and family consultation service for help with 
her social skills. The team psychotherapist referred her to team psychologist for cognitive 
assessment, as the family had additional concerns about Miss Evans’s cognitive functioning, 
academic performance and daily living skills.
Assessment Procedure
Miss Evans’s developmental history and current functioning were assessed to determine whether 
there was a need for cognitive assessment. Once this had been established, the WISC III1^  was 
carried out as a measure of Miss Evans’s cognitive functioning. Additional neuropsychological 
tests were carried out in order to clarify Miss Evans’s ability in specific areas of functioning. 
Miss Evans’s very low score on the block design subtest highlighted the possibility that she may 
have had organic brain pathology. Drawing from Lezak’s work on neuropsychological 
assessment, the Bender Visual Motor GestaltTest was used to screen for visual-perceptual 
abnormalities as these are often associated with organic brain pathology.
Intervention
The results of the assessment indicated that Miss Evans had a mild learning disability. The 
results of the neuropsychological assessment did not support the hypothesis that Miss Evans’s 
functioning was related to underlying organic brain pathology. The results were fed back in a 
sensitive manner to Miss Evans and her family. With the parents’ permission, the trainee also 
discussed the results with school and educational psychologist. In accordance with Kaufman’s 
work on the assessment of children, the results were used to identify Miss Evans’s strengths and 
weaknesses and practical recommendations were made that Miss Evans, her family and her 
school could utilise.
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Outcome
The school applied to have Miss Evans statemented and she continued to receive social skills 
support from the school youth worker. ■
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SUMMARY OF THE OLDER ADULTS CASE REPORT
BEREAVEMENT COUNSELLING WITH AN EIGHTY-THREE YEAR OLD MAN 
WITH DEMENTIA
Main Presenting ProbIem(s)
The team consultant psychiatrist assessed Mr Brown as having senile dementia. Following her 
assessment, in which Mr Brown became tearful when talking about his late wife, she referred him 
to the psychology service for bereavement counselling.
Assessment Procedure
Theories of normal and complicated bereavement were used in conjunction with research 
highlighting specific risk factors for complicated bereavement in order to determine whether Mr 
Brown’s experience of bereavement was outside the normal pattern of bereavement and/or 
whether there were sufficient risk factors to warrant psychological intervention. It was also 
necessary to determine whether individual counselling would be possible as part of such 
intervention. In order to assess this, Rogerian theory was used to determine whether Mr Brown 
was able to form a therapeutic working relationship. The assessment considered Mr Brown’s 
ability to express his emotions as well as the impact of his cognitive impairment on his ability to 
engage in therapeutic work. The RBMT was administered in order to assess the extent of Mr 
Brown’s everyday memory problems and to identify whether there were any areas of memory 
functioning that remained relatively intact.
Intervention
It was assessed that Mr Brown was experiencing complicated bereavement and he was offered a 
total of 9 sessions to work through Worden’s four tasks of grieving. Pictures and visual symbols 
related to the meaning of his loss were presented to Mr Brown during these sessions, drawing 
from the results of the assessment and information processing theory (e.g. Klatzy) to hypothesise 
that Mr Brown’s ability to both encode and retrieve information during the sessions would be 
enhanced through the use of visual communication.
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Outcome
Mr Brown’s score on the Geriatric Depression Scale reduced from 7/15 to 2/15 (where 5/15 is the 
cut-off level for depression). He reported that before treatment he had been “down in the pits, blit 
now things are back to normal -  except that normal is now without my wife”.
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SUMMARY OF THE SPECIALIST ADULT HEALTH CASE 
REPORT
COGNITIVE BEHAVIOURAL INTERVENTION WITH A TWENTY -SEVEN YEAR 
OLD MALE WITH PANIC ATTACKS AND EPILEPSY
Presenting Problem(s)
Mr Smith was referred by his GP to the neurologist of general hospital A for a second opinion 
regarding his diagnosis of epilepsy, obtained from a neurologist at local hospital B. The 
neurologist at A assessed him as having nocturnal epilepsy and hyperventilation attacks, and 
referred him to the psychologist at A for help with managing his hyperventilation. Mr Smith 
described having an ‘attack’ every 3-4 months, the form of which varied. During severe attacks 
he had been observed to momentarily lose consciousness and cease to breathe.
Assessment Procedure
The assessment was based on a biopsychosocial framework and included information from 
interviews, case notes and standardised questionnaires (BDI-II and BAI). Clark’s cognitive 
model of panic was used to conceptualise aspects of Mr Smith’s presenting problem, although it 
was also considered possible that the attacks were related to neurophysiological pathology.
Intervention
Intervention was aimed at testing the hypothesis that his attacks were accounted for by 
hyperventilation, drawing from Well’s work on cognitive therapy for panic disorder. The 
cognitive behavioural techniques included; education about the cognitive model of panic, inviting 
Mr Smith to identify and monitor his anxiety provoking thoughts by keeping a diary, use of 
Socratic questioning to challenge such thoughts, use of the downward arrow technique for 
identifying conditional assumptions and core beliefs, and progressive muscle relaxation.
Outcome
Mr Smith had not experienced an attack for 6 months prior to the start of therapy - so it was not 
possible to get a baseline with which to compare. However, he experienced a mild form of an 
attack between sessions 3 and 4 and was able to use what he had learned during the earlier
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sessions to minimise the impact of the attack. During the sessions Mr Smith progressed from 
being avoidant of unpleasant thoughts and emotions to being able to link his thoughts with his 
feelings, as well as to develop more balanced thoughts and beliefs.
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RESEARCH DOSSIER
OVERVIEW
This section includes the service related research project completed on placement 
in Year 1, the literature review completed in Year 2, and the major research 
project completed in Year 3.
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“THE NEW NHS WILL HAVE QUALITY AT ITS HEART” : 
THE MANAGEMENT OF WAITING LISTS.
Service Related Research Project 
March 1999 
Year 1
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ABSTRACT
Title: “The new NHS will have quality at its heart”: the management of waiting lists.
Objective: To determine how the waiting list of the Shepway Community Resource Team for 
People with Learning Disabilities has been managed.
Design: Structured interviews elicited the Community Resource Team’s areas of interest 
concerning the management of the waiting list.
Setting: The Shepway Patch of the Community Resource Team for People with Learning 
Disabilities, East Kent Community NHS Trust, Eversley House, Hythe, Kent.
Sample: Referrals allocated to the Shepway Patch of the Community Resource Team between
17.6.97 and 13.2.98.
Main Outcome Measures: Time spent on the waiting list and urgency of referral, source of 
referral, extra-contractual status of the referral and clinicians allocated to the referral.
Results: The results showed no significant relationship between the time spent on the waiting list 
and the urgency of the referral. The results did show that referrals made by clinicians spent 
significantly less time on the waiting list than referral made by non-clinicians, and that extra- 
contractual referrals spent significantly more time on the waiting list that non-extra-contractual 
referrals.
Conclusion: To ensure a high quality service it is necessary for the Community Resource Team 
to use waiting list data to address issues concerning the management of the waiting list.
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INTRODUCTION 
Quality and Efficiency
“The New NHS: modem, dependable” (Department of Health, 1997) stated that quality standards 
must improve. The paper also emphasised that efficiency must be increased, so that quality and 
efficiency go “hand in hand”. The paper defined quality in terms of clinical results as “doing the 
right things, at the right time, for the right people, and doing them right - first time”. In terms of 
the patient’s experience, quality was defined as “prompt access, good relationships and efficient 
administration”. The definition of efficiency included “clinical and cost-effectiveness” as well as 
“effective use of resources”. These definitions are of vital importance to healthcare providers as 
our performance will be judged by these standards.
Performance
The paper acknowledged that the type of measures used to assess performance (quality and 
efficiency) will determine the nature of the results. The paper stated that new measures of 
performance will “focus on more rounded measures - health improvement, fairer access to 
services, better quality and outcomes of care and the views of patients - as well as real efficiency 
gains”. However, the interpretation of these new measures of performance are almost limitless. 
For example, health improvement may be defined as a decrease in symptomatology or as an 
increase in health-directed behaviour. Fairer access to services may be translated as a decrease in 
waiting lists or as the provision of wheelchair access to each NHS building.
Waiting Lists: The Paradox
The government drives for quality and efficiency are currently looking at waiting lists as a 
measure of performance. It can be argued that increasing the quality and efficiency of a service 
will increase a health professional’s wish to refer to that service, thus adding to the waiting list 
(Newnes, 1993).
It appears that reducing the length of waiting lists in an attempt to increase efficiency may reduce 
the quality of service being offered. For example, Skinner & Baul (1997) found that 
approximately half of the 355 psychologists surveyed felt under pressure to offer sub-optimal
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treatment in order to see an increased number of clients. Although there are no British guidelines 
recommending the number of hours of client contact per week, Newnes (1993) found that many 
of the 30 clinical psychologists taking part in a workshop on waiting lists felt under considerable 
pressure to exceed the American counselling guidelines of 18-20 hours of client contact per week, 
in order to reduce waiting lists. Exceeding the guidelines for client contact is likely to lead to 
staff burn-out and consequently reduce the efficiency of a service as well as have a negative 
impact on quality standards, such as communicating with referrers.
Assuming there are no extra resources being provided to reduce the length of waiting lists, 
opposing factors appear to keep the length of the waiting list in equilibrium. On one side, the 
more efficient and higher quality the service the more referrals a service receives. On the 
opposing side, the more referrals a service receives, the less efficient and lower quality the 
service becomes and the fewer referrals the service receives. At the current time it is the 
responsibility of health providers to balance these factors in a way that ensures optimum quality 
and efficiency as well as trying to address the issue of the waiting list without reducing the 
quality or efficiency of the service.
Managing the Waiting List
Despite the above problem with using waiting lists as a measure of performance, the reality is that 
waiting lists are perceived to reflect a service’s performance. There are many ways in which 
clinical psychologists and psychology departments have attempted to address this issue. As 
mentioned above, a major strategy has been to see more people in less time which is associated 
with staff burnout and a reduction in the overall performance of a service. Other strategies have 
included setting a quota of referrals for each referrer, asking for clients to be re-referred after a 
specific length of time on the waiting list, setting up therapist facilitated groups or providing self- 
help opportunities (Crawford, 1988). These solutions often bring their own difficulties, such as 
an increased demand for the service (Newnes, 1993) or an increased risk of clients being given an 
inappropriate service.
Waiting List Data is Essential
In order to decide which of the above strategies to use or which new strategies need to be 
established, an assessment of the waiting list is required. It is necessary to know who is on the
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waiting list and what their needs are before deciding which staff and community resources are 
required to meet those needs.
OBJECTIVES
Research on the waiting list of the Shepway Community Resource Team for people with learning 
disabilities was conducted in order to determine how the waiting list had previously been 
managed.
MAIN HYPOTHESES
1) Urgent referrals spend significantly less time on the waiting list than non-urgent referrals.
2) Referrals made by clinicians spend significantly less time on the waiting list than 
referrals made by non-clinicians.
3) Extra-contractual referrals spend significantly less time on the waiting list than 
contractual referrals.
4) Referrals allocated to psychology and nursing spend significantly more time on the 
waiting list than referrals to other disciplines in the Community Resource Team
DESIGN
Structured interviews were conducted with members of each discipline from the Shepway Patch 
of the Community Resource Team in order to elicit information regarding how referrals were 
prioritised and other details concerning the management of the waiting list. During the structured 
interviews, categories of specific research interest emerged and waiting list data was collected for 
these areas. The areas were:
i) Waiting List Summary Data
The Community Resource Team required summary data such as the most common referral 
problem.
Rationale:
To plan strategies to reduce the waiting list it is necessary to ascertain the details about those on 
the waiting list.
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ii) Prioritising Referrals on the Waiting List
The Community Resource Team required information about how referrals had previously been 
prioritised.
Rationale:
The Community Resource Team had no multi-disciplinary criteria for prioritising referrals on the 
waiting list. It was necessary to determine whether the current system provided a service to those 
most in need. Several predictions were made about how the waiting list was being prioritised. In 
particular, the length of time on the waiting list was predicted to be significantly related to the 
urgency of the referral problem, the source of referral, and the extra-contractual status of the 
referral.
iii) Discipline Waiting Times
The Community Resource Team also required information about any differences between the 
waiting times for each discipline. Referrals allocated to psychology and nursing were predicted 
to spend significantly more time on the waiting list than referrals to other disciplines in the 
Community Resource Team as these disciplines were thought to take on significantly more urgent 
cases than the other disciplines in the Community Resource Team.
Rationale:
To seek extra resources for those disciplines with the longest waiting times.
SETTING
The Shepway Patch of the Community Resource Team for People with Learning Disabilities,
East Kent Community NHS Trust, Eversley House, Hythe, Kent.
DESCRIPTION OF SAMPLED DATA
Data were collected for clients who were referred to the Community Resource Team between
17.6.97 and 13.2.98. 175 referrals were made to the Community Resource Team during this 
period. Of these referrals, 99 were passed on to the Dover and Ashford Patches of the 
Community Resource Team, and 76 remained for the Shepway Community Resource Team. 
Details of the referrals allocated to the Shepway Community Resource Team were obtained from 
case note information.
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PROCEDURES 
Source of Information
Referrals made to the Community Resource Team between 17.6.97 and 13.2.98 had been 
collected on database. Additional information was gathered from alphabetically indexed referral 
files and client files.
Information
The following information about each referral was gathered from the above sources:- referral 
identification number, date of birth, date of referral, allocated clinician(s), extra-contractual 
referral status, nature of referral problem, reason for referral, number of referral problems, and 
reason for removal from the waiting list. -
STATISTICAL ANALYSES
As the data set was non-parametric, chi-square analyses were chosen as the method for 
comparing variables. The data were entered into two x two tables for comparison as this ensured 
there were sufficient data points in each cell. In cases where there were not enough data points in 
each cell, a Fisher’s Exact correction was applied.
RESULTS
Tables showing chi-square calculations, frequency data, and means data are shown in Appendices 
I, II, and III respectively.
Key for Pie Charts and Bar Graphs
CB Challenging Behaviour
ECR Extra-contractual referral
SOC/SEX/REL/COM Social/Sexual/Relationship/Communication
SLT Speech & Language Therapy
OT Occupational Therapy
JT. ASSESS Joint Assessment with Social Services
MH/MED Mental Health/Medication Issues
LDASESS Learning Disabilities Assessment
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SEX/PHYS/EMOT Sexual/Physical/Emotional Problems
PARENT ASSESS Parenting Assessment
CB&MH/MED Challenging Behaviour & Mental Health or Medication
CB & SOC/SEX/COMM Challenging behaviour & Social/Sexual/ Communication
SLT&SEX Speech & Language Therapy & Sexual Issues
Waiting List Summary Data
As can be seen in Figure 1, the most frequent reason for referral was for speech and language 
therapy assessment/input (35.5%). The second most frequent reason for referral was challenging 
behaviour (21.1%), followed by problems with relationships/sexuality/social functioning (10.5%).
Other
7.9%
CB & soc/sex/rel/com  
5.3%
mental health Hfek.
Speech Therapy 
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3.9%
Relationship pro 
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^  /  \Mental health issu 
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cupational Therapy 
3.9%
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21 .1%
Figure 1. Reason For Referral
Figure 2 shows that nearly two thirds of the referrals to the Shepway Community Resource Team 
were classified as having no complications as they were singular or unitary problems (61.8%). 
The most frequently reported complication was anxious or concerned carers (9.2%), followed by 
disrupted access to daily routines (6.6%), “urgent” written on the referral (5.3%), and the 
individual posing a risk to others (5.3%).
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Figure 2. Nature Of Referral Problem
Figure 3 shows that the most frequent source of referral was the individual’s care manager 
(31.6%), closely followed by the individual’s home manager or care staff (30.3%). The joint 
third most frequent source of referral were the individual’s GP and psychiatrist, both providing 
13.2% of referrals.
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Speech Therapy 
1 .3%
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3 .9%
PsychiatristNurse
Home manager/carer
Care manager
Figure 3. Source Of Referral
Figure 4 shows that 40.8% of referrals were extra-contractual referrals which all required 
confirmation of funding before the individual could be seen by a clinician (except in an 
emergency).
Figure 4. Extra-Contractual Referral Status
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Figure 5 shows that the most frequent reason why an individual was removed from the waiting 
list was the referral being added to the caseload of the allocated clinician (in total 84.2% of 
referrals). 27.6% of this group were added to the clinicians caseload following confirmation of 
funding for the extra-contractual referral. 9.2% of referrals remained on the waiting list in 
August 1998 awaiting confirmation of funding.
ECR funding refused 
1.3%
ded to caseload 
56.6%
Figure 5. Reason Removed From Waiting List 
Figure 6 shows that the most frequent number of clinicians allocated was 1 (78.9%). 10.5% of 
referrals still on the waiting list awaiting funding were not allocated to a clinician.
Remains on list
ECR funding agrf 
27.6%
Removed by referrer
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Figure 6. Number Of Clinicians Allocated
Figure 7 shows that the most frequently allocated clinicians was speech and language therapy 
(41%), followed by psychology (32%) and community nursing (21%).
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Figure 7. Clinicians Allocated 
Figure 8 shows that the most frequent period of time spent on the waiting list was 6 months 
(39.5%), followed by 3 months (22.4%) and 1 year (18.4%).
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Figure 8. Time Spent On Waiting List
The average waiting time to see a clinician from the Shepway Community Resource Team was 4 
months (122 days).
Prioritising Referrals on the Waiting List
Hypothesis 1 -  Urgent referrals spend significantly less time on the waiting list than non­
urgent referrals
The results did not support the first hypothesis as time spent on the waiting list was not 
significantly related to the urgency of the referral (p=>0.05). See Output A1 in Appendix I.
Hypothesis 2 - Referrals made by clinicians spend significantly less time on the waiting list 
than referrals made by non-clinicians
The results did support the second hypothesis as time spent on the waiting list was significantly 
related to the source of referral (p=<0.05), where referrals made by clinicians spent significantly 
less time on the waiting list. See Output A2 in Appendix I.
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Hypothesis 3 - Extra-contractual referrals spend significantly less time on the waiting list than 
contractual referrals
The results did not support the third hypothesis. Figure 9 shows that extra-contractual referrals 
spent on average a longer time on the waiting list than non-ECR’s. Time spent on the waiting list 
was significantly related to extra-contractual referral (ECR) status (p=<0.05), where ECR’s spent 
significantly longer time on the waiting list than non-ECR’s. See Output 3 in Appendix I.
180 1 ------------------------------------------------------
Extra-Contractual Referral Status 
Figure 9. Mean Number Of Days On Waiting List For Extra-Contractual Referral Status
Hypothesis 4 - Referrals allocated to psychology and nursing spend significantly more time on 
the waiting list than referrals to other disciplines in the Community Resource Team
The results did not support the fourth hypothesis. Psychologists and nurses did not have longer 
waiting times than other disciplines (p=>0.05). See Output A4 in Appendix I. However, the 
analyses did show that psychologists and nurses were allocated significantly more urgent referrals 
than speech and language therapists and occupational therapists (p=<0.05). See Output A5 in 
Appendix I.
Non-Hypothesised Findings
Figure 10 shows that clients referred with challenging behaviour and mental health or medication 
issues spend, on average, the longest time on the waiting list, closely followed by clients referred
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for a joint assessment with social services. Clients referred for an assessment of learning 
disabilities spend, on average, the least time on the waiting list. This difference was not 
statistically significant (p=>0.05). See Output A6 in Appendix I.
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Figure 10. Mean Number Of Days On Waiting List For Referral Problem
Figure 11 shows that clients referred by the Community Resource Team spend longer on average 
on the waiting list, followed by clients referred by their home manager or care staff. The clients 
who were referred by speech & language therapists spent less time on average on the waiting list. 
This difference was not significant (p=>0.05). See Output 7 in Appendix I.
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Figure 11. Mean Number O f Days On Waiting List For Referral Source
Figure 12 shows that clients referred with 2 referral problems spend on average longer time on 
the waiting list than clients with only one referral problem. This difference was not statistically 
significant (p=>0.05). See Output 8 in Appendix I.
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Figure 12. Mean Number Of Days On Waiting List For Number Of Referral Problems
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Figure 13 shows that referral problems which include risk to others spend, on average, longer 
time on the waiting list than other referral problems. Referral problems that are related to abuse 
spend less time on the waiting list on average.
200tn
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Figure 13. Mean Number Of Days On Waiting List For Nature Of Referral Problem
Figure 14 shows that referrals that remained on the general waiting list (no clinicians were 
allocated for these referrals) spend on average a longer time on the waiting list. Clients who are 
allocated 2 clinicians spend on average less time on the waiting list. This difference was not 
statistically significant (p=>0.05). See Output 10 in Appendix I.
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Figure 14. Mean Number Of Days On Waiting List For Number Of Professionals Allocated
Discipline Waiting Times
Figure 15 shows the average waiting times for each discipline. Clients not allocated to any 
clinician spent on average longest on the waiting list. Clients allocated to two nurses spent on 
average the least tinie on the waiting list. As previously noted, clients allocated to psychology 
and nursing did not spend significantly longer on the waiting list than clients referred to speech 
and occupational therapy (p=>0.05). See Output 4 in Appendix I.
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Figure 15. Mean Number Of Days On Waiting List For Professionals Allocated
The waiting times for each discipline within the Shepway Community Resource Team can be 
seen on Figures 16 - 20.
Figure 16 shows that the most frequent waiting time for occupational therapy was 3 months 
(50%).
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6 months
1 week
3 months
Figure 16. Time On Waiting List For Occupational Therapist
Figure 17 shows that the most frequent waiting time for speech and language therapy was 6 
months (44.4%).
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Figure 17. Time On Waiting List For Speech Therapist
Figure 18 shows that the most frequent waiting time for psychology was 6 months (35.3%).
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17.6%
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1 month 
17.6%
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23.5%
Figure 18. Time On Waiting List For Psychologist
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Figure 19 shows that the most frequent waiting time for community nursing was 3 months 
(36.4%).
1 week
1 year 9.1%
1 month
6 months
3 months
Figure 19. Time On Waiting List For Community Nurse 
Figure 20 shows that the most frequent waiting time for two clinicians was 6 months (44.4%).
6 months 
44.4%
1 week
1 month
3 months
Figure 20. Time On Waiting List For 2 Clinicians
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DISCUSSION
The results presented above raise many challenging issues. The following discussion and 
recommendations concern the areas which the Community Resource Team identified as most 
important for their service development. However, it should be noted that the standard deviations 
for most variables are large (see Appendix III), and the results should be interpreted with caution. 
Also, the sample sizes in many of the comparisons were very small making the generalisation of 
the results difficult.
Strategies to Reduce Waiting List Times
The results showed that referrals allocated to the general waiting list (no clinicians) spent 
significantly more time on the waiting list than referrals allocated to 2 clinicians. Cases allocated 
to no clinicians were mainly ECR referrals who spent significantly more time on the waiting list 
awaiting funding. Many ECR referrals were not allocated to clinicians because details given in 
the referral form were not sufficient to specify which clinician would be suitable. In the case of 
non-ECR referrals with insufficient referral information, the Team contacted the referrer for more 
information and brought the referral back for allocation at the next Team meeting. In the case of 
ECR referrals, contacting the referrer for extra information would be considered extra work for 
which the Team was not being paid and for which they would never be paid if funding was 
denied. Therefore, ECR referrals not only had to wait longer for funding but were in danger of 
remaining on the waiting list even longer whilst clinicians remained unaware of the referral.
One strategy to ensure ECR referrals do not ‘slip through the net’ would be to ensure that all 
referrals are allocated to a clinician. Once funding is agreed the clinician may pass the referral to 
a more appropriate clinician after an initial assessment. This strategy has two main problems. 
Firstly, it is not providing a high quality service to the client - they will not be seen as soon as 
possible by the “right person” and may have to wait even longer before they can be seen by them. 
Secondly, health purchasers who commission the Community Resource Team to provide a 
service to the local population would not value the cost of completing an initial assessment for 
non-local residents.
Alternative strategies would be to arrange for a clinician working in the locality of the ECR to 
undertake the initial assessment, or to inform referrers on the referral form that it is necessary for
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them to provide sufficient information so that the Team can allocate the referral to the relevant 
discipline within the Community Resource Team. Additionally, information about the disciplines 
available within the Community Resource Team could be included in a supplementary 
information pack so that the referrer could choose two professions s/he thinks would be most 
appropriate in view of the reason for referral. This simple strategy may also increase the overall 
efficiency of the waiting list as it would deter inappropriate referrals (which are time consuming 
to follow up), where referrals are made requiring help from disciplines not belonging to the 
Community Resource Team.
Prioritising Referrals on the Waiting List
The results showed a lack of association between time spent on the waiting list and the urgency 
status of the referral. It is essential for the service to ensure that there is a clear understanding of 
the way in which urgent referrals are prioritised so that clients who are most in need receive the 
most immediate treatment. In order for referrals on the waiting list to be prioritised according to 
urgency, a formal inter-disciplinary definition of “urgent” needs to be agreed upon. Each 
member of the Community Resource Team defined urgency using similar terms, and this 
definition was used for the purpose of this research. However, members of the Community 
Resource Team often used different priorities when taking referrals off the waiting list. Each 
discipline maintained a different system for taking referrals off the waiting list which influenced 
whether or not urgent referrals were given priority. For example, speech and language therapists 
operated a ‘first come first served’ policy. This was possible because urgent referrals were rarely 
allocated to this discipline.
The way in which referrals are prioritised will need to be flexible to the working practices of the 
different disciplines within the Community Resource Team. For example, the referrals that 
requested speech and language therapy assessments were not considered urgent, allowing the 
speech therapists to prioritise referrals on a first come first served basis. Community nurses and 
psychologists were allocated referrals that requested help for challenging behaviour and the 
urgency of such referrals and consequently the level of professional involvement varied widely.
The importance of prioritising referrals on the waiting list is particularly relevant in view of the 
fact that referrals made by clinicians spent less time on the waiting list than referrals made by 
non-clinicians. It seems that without formal guidelines in place, other factors including the
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referrer’s status will continue to influence the length of time spent on the waiting list. It may be 
that referrals made by clinicians are perceived to be more accurate, as the referring clinician has 
often undertaken an assessment and is perceived to be more aware of issues such as urgency or 
appropriateness than non clinicians.
Resources
The results showed that psychology and nursing saw significantly more urgent cases. It would 
therefore be expected that there would be a longer waiting list for these disciplines, because non­
urgent cases would wait longer on the waiting list due to incoming urgent referrals taking priority 
and constantly filling these clinicians’ caseload. However, psychology and nursing did not have 
significantly longer waiting times than other disciplines. The reason for this may be that 
clinicians seeing urgent referrals felt under more pressure to offer very focused interventions to 
keep their waiting lists down. This is an example of when the length of time spent on the waiting 
list is not a good indication of the quality of a service.
However, waiting list data can be used as concrete evidence of the demand for a service and 
efficiency of that service. For example, these results can be used to show that money spent 
purchasing psychology is an efficient use of resources. Contrary to the hypothesis that 
psychology and nursing would have longer waiting lists than other disciplines, psychology 
referrals spent less time on the waiting list where only 6 % of psychology referrals waited for 
over 6 months compared to 18% of nursing referrals and 33% of speech and language therapy 
referrals. This was the case despite the fact that 22.4% of all referrals were allocated to one 
psychologist (94% of which were seen within 6 months) compared to 14.5%of referrals being 
allocated to 5 nursing professionals. It should be noted that different types of work might account 
for these differences. For example, the role of the psychologist involves focused interventions 
and consultancy, whereas the role of nursing includes long-term support as well as direct 
intervention.
Conclusions
The quality of a service is not solely judged by the length of its waiting list. Instead the waiting 
list can be used to judge the “right time” aspect of quality contained in the governments definition 
of quality: “doing the right things, at the right time, for the right people, and doing them right - 
first time” (Department of Health, 1997). In the current context of the National Health Service it
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would be unrealistic to assume that long waiting lists simply reflect an inefficient service - they 
may also indicate that demand outweighs supply. Therefore, rather than stating that a long 
waiting list reflects a poor quality service, two main questions arise from the presence of a 
waiting list. How can waiting lists be prioritised so that they become more efficient? How can 
the waiting list show those areas that would benefit most from extra resources? In order to 
answer the above questions a thorough knowledge of the waiting list is required.
The key issues to emerge from this study highlighted the need for the Community Resource Team 
to agree definitions of urgency so that referrals can be prioritised accordingly. Another key 
finding was that the Team’s perception of the waiting list differed from the actual nature of the 
waiting list. For example, contrary to the Team’s perception that ECR’s spent less time on the 
waiting list than non-ECR’s the reverse was actually the case.
Recommendations
Prior to June 1997 the Community Resource Team did not need to run a waiting list. When 
clinicians’ caseloads became full, a default waiting list for each discipline was set up. The 
waiting list was not managed using any specific criteria, and Team members were aware that they 
did not know the length of the waiting list or how referrals were prioritised. As a result they 
could not apply for more resources, as they were unaware of the areas most in need. Using the 
results from this piece of research the Community Resource Team could:
1) Reduce Waiting Times
• Revise the referral form so that additional time is not spent gathering information before 
referrals are allocated.
• Arrange for clinicians based in the locality of ECR’s to carry out an initial assessment.
2) Prioritise the Waiting List
• In order to ensure urgent referrals are prioritised, the Team could develop and apply formal 
criteria for taking referrals off the waiting list.
• The Team may also wish to target a percentage of referrals from identified service purchasers 
for allocation within a certain time period. This would hopefully balance the problem of 
referrals made by clinicians being seen quicker than referrals made by non-clinicians.
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3) Apply For Resources
• At the end of each financial year, Heads of Therapies put in their bid for additional resources 
into the business plan. These results can be used to argue for such resources. In the case of 
psychology, there is strong evidence that psychologists are good value for money as they 
provide a very efficient service.
• When South East Kent NHS Trust (incorporating Shepway Community Resource Team) 
merged with Canterbury and Thanet NHS Trust in April 1998, there was a severe shortage of 
learning disability psychologists in the former Canterbury and Thanet NHS Trust. As part of 
the merger there was an agreement to level out the psychology learning disability services 
between the two former trusts. The results of this study can be used by the Head of Speciality 
for the Learning Disabilities Service in the East Kent NHS Trust (formerly South East Kent 
and Canterbuiy and Thanet NHS Trusts) to show the importance of maintaining the same 
level of psychology input into the Shepway Patch of the Community Resource Team, and 
acquiring additional psychologists in those areas without a psychologist.
Community Resource Team Response
The results were individually fed back to the Heads of Therapies and the Head of Speciality for 
the Learning Disabilities Service. Please see Appendix IV for written feedback from the Head of 
Speciality for the Learning Disabilities and the Senior Nurse Manager of the Shepway and 
Canterbuiy Patch of the Community Learning Disabilities Team.
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APPENDIX I - CHI-SQUARE ANALYSES
Output Al: Chi-square Tests for Time on Waiting List and Urgency of Referral
Case Processing Summary
Cases
Valid Missing Total
N Percent N Percent N Percent
TIME ON 
WAITING LIST* 
URGENCY
76 100.0% 0 .0% 76 100.0%
TIME ON WAITING LIST * URGENCY Crosstabulation
Count
URGENCY Total
NOT
URGENT
URGENT
TIME ON WAITING LESS THAN 
MEDIAN
29 9 38
LIST GREATER THAN 
MEDIAN
30 8 38
Total 59 17 76
Chi-square Tests
Value df Asymp. Sig. 
(2-sided)
Exact Sig. 
(2-sided)
Exact Sig. 
(1-sided)
Pearson Chi-square .076 1 .783
Continuity Correction .000 1 1.000
Likelihood Ratio .076 1 .783
Fisher's Exact Test 1.000 .500
Linear-by-Linear Association .075 1 .785
N of Valid Cases 76
Symmetric Measures
Value Approx. Sig
Nominal by Nominal Phi -.032 .783
Cramer's V .032 .783
N of Valid Cases 76
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Output A2: Chi-square Tests for Time on Waiting List and Source of Referral
Case Processing Summary
Cases
Valid Missing Total
N Percent N Percent N Percent
TIME ON 
WAITING LIST * 
SOURCE OF 
REFERRAL
76 100.0% 0 .0% 76 100.0%
TIME ON WAITING LIST * SOURCE OF REFERRAL Crosstabulation
Count
SOURCE OF REFERRAL Total
NON­
CLINICIAN
CLINICIAN
TIME ON WAITING LESS THAN 
MEDIAN
19 19 38
LIST GREATER THAN 
MEDIAN
10 28 38
Total 29 47 76
Chi-square Tests
Value df Asymp. Sig. 
(2-sided)
Exact Sig. 
(2-sided)
Exact Sig. 
(1-sided)
Pearson Chi-square 4.517 1 .034
Continuity Correction 3.569 1 .059
Likelihood Ratio 4.574 1 .032
Fisher's Exact Test .058 .029
Linear-by-Linear Association 4.457 1 .035
N of Valid Cases 76
Symmetric Measures
Value Approx. Sig
Nominal by Nominal Phi .244 .034
Cramer's V .244 .034
N of Valid Cases 76.
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Output A3: Chi-square Tests for Time on Waiting List and Extra Contractual Status
Case Processing Summary
Cases
Valid Missing Total
N . Percent N Percent N Percent
TIME ON 
WAITING LIST* 
EXTRA-
CONTRACTURAL
REFERRAL
STATUS
76 100.0% 0 .0% 76 100.0%
TIME ON WAITING LIST * EXTRA-CONTRACTURAL REFERRAL STATUS
Crosstabulation
Count
EXTRA-CONTRACTURAL 
REFERRAL STATUS
Total
YES NO
TIME ON WAITING LESS THAN 
MEDIAN
10 28 38
LIST GREATER THAN 
MEDIAN
21 I7 38
Total 31 45 76
Chi-square Tests
Value df Asymp. Sig. 
(2-sided)
Exact Sig. 
(2-sided)
Exact Sig. 
(1-sided)
Pearson Chi-square 6.592 1 .010
Continuity Correction 5.448 1 .020
Likelihood Ratio 6.706 1 .010
Fisher's Exact Test .019 .009
Linear-by-Linear Association 6.505 1 .011
N of Valid Cases 76
Symmetric Measures
Value Approx. Sig
Nominal by Nominal Phi -.295 .010
Cramer's V .295 .010
N of Valid Cases 76
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Output A4: Chi-square Tests for Time on Waiting List and Clinicians Allocated
Case Processing Summary
Cases
Valid Missing Total
N Percent N Percent N Percent
TIME ON 
WAITING LIST * 
SOLE
ALLOCATION
59 77.6% 17 22.4% 76 100.0%
TIME ON WAITING LIST * CLINICIANS ALLOCATED Crosstabulation
Count
SOLE ALLOCATION Total
SPEECH
ANDOT
PSYCHOLO 
GY AND 
NURSING
TIME ON WAITING LESS THAN 
MEDIAN
15 17 32
LIST GREATER THAN 
MEDIAN
16 11 27
Total 31 28 59
Chi-square Tests
Value df Asymp. Sig. 
(2-sided)
Exact Sig. 
(2-sided)
Exact Sig. 
(1-sided)
Pearson Chi-square .901 1 .343
Continuity Correction .473 1 .492
Likelihood Ratio .904 1 .342
Fisher's Exact Test .435 .246
Linear-by-Linear Association .885 1 .347
N of Valid Cases 59
Symmetric Measures
Value Approx. Sig
Nominal by Nominal Phi -.124 .343
Cramer's V .124 .343
N of Valid Cases 59
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Output A5: Chi-square Tests for Clinicians Allocated and Urgency of Referral
Case Processing Summary
Cases
Valid Missing Total
N Percent N Percent N Percent
SOLE
ALLOCATION * 
URGENCY
59 77.6% 17 22.4% 76 100.0%
CLINICIANS ALLOCATED * URGENCY Crosstabulation
Count
URGENCY Total
NOT
URGENT
URGENT
SOLE SPEECH & OT 30 1 31
ALLOCATION
PSYCHOLOGY & 20 8 28
Total
NURSE
50 9 59
Chi-square Tests
■
Value df Asymp. Sig. 
(2-sided)
Exact Sig. 
(2-sided)
Exact Sig. 
(1-sided)
Pearson Chi-square 7.311 1 .007
Continuity Correction 5.482 1 .019
Likelihood Ratio 8.059 1 .005
Fisher's Exact Test .010 .008
Linear-by-Linear Association 7.187 1 .007
N of Valid Cases 59
Symmetric Measures
Value Approx. Sig
Nominal by Nominal Phi .352 .007
Cramer's V .352 .007
N of Valid Cases 59
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Output A6: Chi-square Tests for Time On Waiting List and Longest & Shortest Mean Time 
On Waiting List for Referral Problem
Case Processing Summary
Cases
Valid Missing Total
N Percent N Percent N Percent
TIME ON 
WAITING LIST * 
PROBSIG
6 7.9% 70 92.1% 76 100.0%
TIME ON WAITING LIST * LONGEST & SHORTEST MEAN TIME ON WAITING 
LIST FOR REFERRAL PROBLEM Crosstabulation
Count
PROBSIG Total
.00 1.00
TIME ON WAITING LESS THAN 
MEDIAN
1 2 3
LIST GREATER THAN 
MEDIAN
3 3
Total 1 5 6
Chi-square Tests
Value df Asymp. Sig. 
(2-sided)
Exact Sig. 
(2-sided)
Exact Sig. 
(1-sided)
Pearson Chi-square 1.200 1 .273
Continuity Correction .000 1 1.000
Likelihood Ratio 1.588 1 .208
Fisher’s Exact Test 1.000 .500
Linear-by-Linear Association 1.000 1 .317
N of Valid Cases 6
Symmetric Measures
Value Approx. Sig
Nominal by Nominal Phi .447 .273
Cramer's V .447 .273
N of Valid Cases 6
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Output A7: Chi-square Tests for Time On Waiting List and Longest & Shortest Mean Time 
On Waiting List for Source Of Referral
Case Processing Summary
Cases
Valid Missing Total
N Percent N Percent N Percent
TIME ON 
WAITING LIST * 
SOURSIG
2 2.6% 74 97.4% 76 100.0%
TIME ON WAITING LIST * LONGEST & SHORTEST MEAN TIME ON WAITING 
LIST FOR SOURCE OF REFERRAL Crosstabulation
Count
SOURSIG Total
.00 1.00
TIME ON WAITING LESS THAN 
MEDIAN
1 1
LIST GREATER THAN 
MEDIAN
1 1
Total 1 1 2
Chi-square Tests
Value df Asymp. Sig. 
(2-sided)
Exact Sig. 
(2-sided)
Exact Sig. 
(1-sided)
Pearson Chi-square 2.000 1 .157
Continuity Correction .000 1 1.000
Likelihood Ratio 2.773 1 .096
Fisher's Exact Test 1.000 .500
Linear-by-Linear Association 1.000 1 .317
N of Valid Cases 2
Symmetric Measures
Value Approx. Sig
Nominal by Nominal Phi 1.000 .157
Cramer's V 1.000 .157
N of Valid Cases 2
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Output A8: Chi-square Tests for Time on Waiting List and Number of Referral Problems
Case Processing Summary
Cases
Valid Missing Total
N Percent N Percent N Percent
TIME ON 
WAITING LIST* 
NUMBER OF 
REFERRAL 
PROBLEMS
76 100.0% 0 .0% 76 100.0%
TIME ON WAITING LIST * NUMBER OF REFERRAL PROBLEMS Crosstabulation
Count
NUMBER OF REFERRAL 
PROBLEMS
Total
1.00 2.00
TIME ON WAITING LESS THAN 
MEDIAN
36 2 38
LIST GREATER THAN 
MEDIAN
31 7 38
Total 67 9 76
Chi-square Tests
Value df Asymp. Sig. 
(2-sided)
Exact Sig. 
(2-sided)
Exact Sig. 
(1-sided)
Pearson Chi-square 3.151 1 .076
Continuity Correction 2.017 1 .156
Likelihood Ratio 3.315 1 .069
Fisher's Exact Test .153 .076
Linear-by-Linear Association 3.109 1 .078
N of Valid Cases 76
Symmetric Measures
Value Approx. Sig
Nominal by Nominal Phi .204 .076
Cramer's V .204 .076
N of Valid Cases 76
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Output A9: Chi-square Tests for Time On Waiting List and Longest & Shortest Mean Time 
On Waiting List For Nature Of Referral Problem
Case Processing Summary
Cases
Valid Missing Total
N Percent N Percent N Percent
TIME ON 
WAITING LIST * 
NATSIG
5 6.6% 71 93.4% 76 100.0%
TIME ON WAITING LIST * LONGEST & SHORTEST MEAN TIME ON WAITING 
LIST FOR NATURE OF REFERRAL PROBLEM Crosstabulation
Count
NATSIG Total
.00 1.00
TIME ON WAITING LESS THAN 
MEDIAN
1 1 2
LIST GREATER THAN 
MEDIAN
3 3
Total 1 4 5
Chi-square Tests
Value df Asymp. Sig. 
(2-sided)
Exact Sig. 
(2-sided)
Exact Sig. 
(1-sided)
Pearson Chi-square 1.875 1 .171
Continuity Correction .052 1 .819
Likelihood Ratio 2.231 1 .135
Fisher's Exact Test .400 .400
Linear-by-Linear Association 1.500 1 .221
N of Valid Cases 5
Symmetric Measures
Value Approx. Sig
Nominal by Nominal Phi .612 .171
Cramer’s V .612 .171
N of Valid Cases 5
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Output A10; Chi-square Tests for Time On Waiting List and Longest & Shortest Mean 
Time On Waiting List for Number Of Clinicians Allocated
Case Processing Summary
Cases
Valid Missing Total
N Percent N Percent N Percent
TIME ON 
WAITING LIST * 
NCLINSIG
16 21.1% 60 78.9% 76 100.0%
TIME ON WAITING LIST * LONGEST & SHORTEST MEAN TIME ON WAITING 
LIST FOR NUMBER OF CLINICIANS ALLOCATED Crosstabulation
Count
NCLINSIG Total
.00 1.00
TIME ON WAITING LESS THAN 
MEDIAN
1 5 6
LIST GREATER THAN 
MEDIAN
7 3 10
Total 8 8 16
Chi-square Tests
Value df Asymp. Sig. 
(2-sided)
Exact Sig. 
(2-sided)
Exact Sig. 
(1-sided)
Pearson Chi-square 4.267 1 .039
Continuity Correction 2.400 1 .121
Likelihood Ratio 4.557 1 .033
Fisher's Exact Test .119 .059
Linear-by-Linear Association 4.000 1 .046
N of Valid Cases 16
Symmetric Measures
Value Approx. Sig
Nominal by Nominal Phi -.516 .039
Cramer's V .516 .039
N of Valid Cases 16
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APPENDIX II - FREQUENCIES
NUMBER OF DAYS SPENT ON WAITING LIST
Frequency Percent Valid
Percent
Cumulative
Percent
Valid 0 2 2.6 2.6 2.6
4 1 1.3 1.3 3.9
7 4 5.3 5.3 9.2
10 1.3 1.3 10.5
13 1.3 1.3 11.8
14 1.3 1.3 13.2
16 1.3 1.3 14.5
19 1.3 1.3 15.8
31 1.3 1.3 17.1
32 1.3 1.3 18.4
42 1.3 1.3 19.7 •
48 1.3 1.3 21.1
53 1.3 1.3 22.4
56 1.3 1.3 23.7
57 1.3 1.3 25.0
58 1.3 1.3 26.3
61 2.6 2.6 28.9
68 2.6 2.6 31.6
70 1.3 1.3 32.9
72 1.3 1.3 34.2
85 1.3 1.3 35.5
86 1.3 1.3 36.8
92 1.3 1.3 38.2
93 1.3 1.3 39.5
97 3.9 3.9 43.4
98 2.6 2.6 46.1
100 1 1.3 1.3 47.4
104 1.3 1.3 48.7
107 1.3 1.3 50.0
109 1.3 1.3 51.3
112 2.6 2.6 53.9
115 1.3 1.3 55.3
118 1.3 1.3 56.6
120 1.3 1.3 57.9
123 1.3 1.3 59.2
126 1.3 1.3 60.5
129 1.3 1.3 61.8
131 1 1.3 1.3 63.2
132 1 1.3 1.3 64.5
133 1 1.3 1.3 65.8
139 2 2.6 2.6 68.4
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148 2 2.6 2.6 71.1
149 1.3 1.3 72.4
154 1 1.3 1.3 73.7
165 2.6 2.6 76.3
172 1.3 1.3 77.6
177 1.3 1.3 78.9
184 1.3 1.3 80.3
202 2.6 2.6 82.9
207 1 1.3 1.3 84.2
216 1.3 1.3 85.5
230 1 1.3 1.3 86.8
261 1 1.3 1.3 88.2
264 1 1.3 1.3 89.5
268 1.3 1.3 90.8
275 1 1.3 1.3 92.1
278 1 1.3 1.3 93.4
286 1 1.3 1.3 94.7
294 1 1.3 1.3 96.1
307 1.3 1.3 97.4
400 1 1.3 1.3 98.7
417 1.3 1.3 100.0
Total 76 100.0 100.0
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SOURCE OF REFERRAL
Frequency Percent Valid
Percent
Cumulativ 
e Percent
Valid PSYCHIATRIST 10 13.2 13.2 13.2
GP 10 13.2 13.2 26.3
CARE MANAGER 24 31.6 31.6 57.9
HOME MANAGER OR CARE 23 30.3 30.3 88.2
STAFF
NURSE 4 5.3 5.3 93.4
OCCUPATIONAL 3 3.9 3.9 97.4
THERAPIST
SPEECH & LANGUAGE 1 1.3 1.3 98.7
THERAPY
COMMUNITY RESOURCE 1 1.3 1.3 100.0
TEAM FOR PEOPLE WITH
LEARNING DISABILITIES
Total 76 100.0 100.0
NATURE OF REFERRAL PROBLEM
Frequency Percent Valid
Percent
Cumulativ 
e Percent
Valid NORMAL 47 61.8 61.8 61.8
ANXIOUS/CONCERNED 7 9.2 9.2 71.1
CARERS
DISRUPTED ACCESS TO 5 6.6 6.6 77.6
DAILY ROUTINES
RISK OF SUDDEN 2 2.6 2.6 80.3
INCREASE OR DECREASE
IN MEDICATION
RISK TO SELF 3 3.9 3.9 84.2
URGENT WRITTEN ON 4 5.3 5.3 89.5
REFERRAL
ABUSE 1 1.3 1.3 90.8
PLACEMENT BREAKDOWN 3 3.9 3.9 94.7
RISK TO OTHERS 4 5.3 5.3 100.0
Total 76 100.0 100.0
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EXTRA-CONTRACTURAL REFERRAL STATUS
Frequency Percent Valid
Percent
Cumulativ 
e Percent
Valid YES 31 40.8 40.8 40.8
NO 45 59.2 59.2 100.0
Total 76 100.0 100.0
PROFESSIONALS ALLOCATED IN THE SHEPWAY PATCH
Frequency Percent Valid
Percent
Cumulativ 
e Percent
Valid OCCUPATIONAL 
THERAPIST
4 5.3 5.3 5.3
SPEECH & LANGUAGE 
THERAPIST
27 35.5 35.5 40.8
PSYCHOLOGIST 17 22.4 22.4 63.2
COMMUNITY NURSE 11 14.5 14.5 77.6
PSYCHOLOGIST & 3 3.9 3.9 81.6
COMMUNITY NURSE
PSYCHOLOGIST & SPEECH 4 5.3 5.3 86.8
& LANGUAGE THERAPIST
COMMUNITY NURSE & 2 2.6 2.6 89.5
COMMUNITY NURSE
NOT ALLOCATED 8 10.5 10.5 100.0
Total 76 100.0 100.0
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REFERRAL PROBLEM(S)
Frequency Percent Valid
Percent
Cumulativ 
e Percent
Valid SPEECH & LANGUAGE 
THERAPY
ASSESSMENT/TREATMENT
27 35.5 35.5 35.5
OCCUPATIONAL THERAPY 
ASSESSMENT/TREATMENT
3 3.9 3.9 39.5
CHALLENGING
BEHAVIOUR
16 21.1 21.1 60.5
JOINT ASSESSMENT WITH 
SOCIAL SERVICES
2 2.6 2.6 63.2
MENTAL HEALTH/ 
MEDICATION PROBLEM
4 5.3 5.3 68.4
PROBLEMS WITH 
RELATION SHIPS/SEXUALIT 
Y/SOCIAL FUNCTIONING
8 10.5 10.5 78.9
ASSESSMENT OF
LEARNING
DISABILITY/AUTISM
1 1.3 1.3 80.3
SEXUAL/PHY SIC AL/EMOTI 
ONAL ABUSE
2 2.6 2.6 82.9
PARENTING ASSESSMENT 3 3.9 3.9 86.8
CHALLENGING 
BEHAVIOUR AND MENTAL 
HEALTH/MEDICATION 
ISSUES '
5 6.6 6.6 93.4
CHALLENGING 
BEHAVIOUR AND 
SOCIAL/SEXUAL/RELATIO 
N/COMMUN.
4 5.3 5.3 98.7
SEXUAL AND LANGUAGE 
PROBLEMS
1 1.3 1.3 100.0
Total 76 100.0 100.0
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NUMBER OF REFERRAL PROBLEMS
Frequency Percent Valid
Percent
Cumulativ 
e Percent
Valid 1.00 67 88.2 88.2 88.2
2.00 9 11.8 11.8 100.0
Total 76 100.0 100.0
NUMBER OF PROFESSIONALS ALLOCATED
Frequency Percent Valid
Percent
Cumulativ 
e Percent
Valid .00 8 10.5 10.5 10.5
1.00 60 78.9 78.9 89.5
2.00 8 10.5 10.5 100.0
Total 76 100.0 100.0
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APPENDIX ID - MEANS
NUMBER OF DAYS ON WAITING LIST
REFERRAL PROBLEM(S) Mean N Std
Deviation
Median
SPEECH & LANGUAGE THERAPY 
ASSESSMENT/TREATMENT
147.00 27 88.36 115.00
OCCUPATIONAL THERAPY 
ASSESSMENT/TREATMENT
64.67 3 62.45 56.00
CHALLENGING BEHAVIOUR 123.13 16 91.71 112.50
JOINT ASSESSMENT WITH SOCIAL 
SERVICES
155.00 2 159.81 155.00
MENTAL HEALTH / MEDICATION 
PROBLEM
51.25 4 53.74 46.00
PROBLEMS WITH 
RELATIONSHIPS/SEXUALITY/SOCI 
AL FUNCTIONING
112.75 8 87.91 94.00
ASSESSMENT OF LEARNING 
DISABILITY/AUTISM
7.00 1 • •
SEXUAL/PHYSICAL/EMOTIONAL
ABUSE
30.50 2 43.13 • 30.50
PARENTING ASSESSMENT 40.33 3 26.50 32.00
CHALLENGING BEHAVIOUR AND 
MENTAL HEALTH/MEDICATION 
ISSUES
205.20 5 133.05 139.00
CHALLENGING BEHAVIOUR AND
SOCIAL/SEXUAL/RELATION/COMM
UN.
107.25 4 67.62 134.00
SEXUAL AND LANGUAGE 
PROBLEMS
148.00 1 • •
Total 122.92 76 93.00 108.00
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NUMBER OF DAYS ON WAITING LIST
SOURCE OF REFERRAL Mean N Std
Deviation
Median
PSYCHIATRIST 104.20 10 114.65 89.00
GP 83.70 10 51.83 91.50
CARE MANAGER 119.79 24 83.08 122.00
HOME MANAGER OR CARE STAFF 157.83 23 98.24 133.00
NURSE 74.00 4 23.71 64.50
OCCUPATIONAL THERAPIST 128.00 3 137.01 56.00
SPEECH & LANGUAGE THERAPY .00 1 .
COMMUNITY RESOURCE TEAM 
FOR PEOPLE WITH LEARNING 
DISABILITIE
278.00 1 • •
Total 122.92 76 93.00 108.00
NUMBER OF DAYS ON WAITING LIST
EXTRA-CONTRACTURAL 
REFERRAL STATUS
Mean N Std
Deviation
Median
YES 162.81 31 103.22 131.00
NO 95.44 45 74.74 92.00
Total 122.92 76 93.00 108.00
NUMBER OF DAYS ON WAITING LIST
NUMBER OF REFERRAL 
PROBLEMS
Mean N Std
Deviation
Median
1.00 116.96 67 89.36 98.00
2.00 167.33 9 112.67 139.00
Total 122.92 76 93.00 108.00
NUMBER OF DAYS ON WAITING LIST
NATURE OF REFERRAL PROBLEM Mean N Std
Deviation
Median
NORMAL 136.40 47 86.00 118.00
ANXIOUS/CONCERNED CARERS 110.29 7 138.70 93.00
DISRUPTED ACCESS TO DAILY 
ROUTINES
62.40 5 58.11 56.00
RISK OF SUDDEN INCREASE OR 
DECREASE IN MEDICATION
107.00 2 31.11 107.00
RISK TO SELF 90.67 3 52.94 109.00
URGENT WRITTEN ON REFERRAL 71.50 4 80.27 51.00
ABUSE .00 1
PLACEMENT BREAKDOWN 125.33 3 133.29 104.00
RISK TO OTHERS 174.75 4 129.27 207.00
Total 122.92 76 93.00 108.00
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NUMBER OF DAYS ON WAITING LIST
NUMBER OF PROFESSIONALS 
ALLOCATED
Mean N Std
Deviation
Median
.00 210.88 8 107.25 181.50
1.00 117.87 60 87.20 102.00
2.00 72.88 8 71.89 51.00
Total 122.92 76 93.00 108.00
NUMBER OF DAYS ON WAITING LIST
PROFESSIONALS ALLOCATED IN 
THE SHEPWAY PATCH
Mean N Std
Deviation
Median
OCCUPATIONAL THERAPIST 59.00 4 52.24' 49.00
SPEECH & LANGUAGE THERAPIST 149.81 27 93.33 112.00
PSYCHOLOGIST 85.59 17 . 76.15 85.00
COMMUNITY NURSE 111.55 11 78.41 86.00
PSYCHOLOGIST & COMMUNITY 
NURSE
93.00 3 75.19 70.00
PSYCHOLOGIST & SPEECH & 
LANGUAGE THERAPIST
99.00 4 68.07 124.00
COMMUNITY NURSE & 
COMMUNITY NURSE
8.50 2 6.36 8.50
NOT ALLOCATED 210.88 8 107.25 181.50
Total 122.92 76 93.00 108.00
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APPENDIX IV -  SERVICE RESPONSE TO RESULTS
■ East KentCommunity
-—— — -W JST rust
Community Resource Team 
Cairn Ryan 
101-103 London Rd 
River, Kent 
CT163AA
Tel. No. 01304-828555 
Fax No. 01304^823701
DMW/VY
15th February 1999
Alex Carlisle
Dear Alex
Re: Service Related Research Concerning the Management of the Shepway 
Waiting List
Thank you very much for your letter and summary of the results of your small scale 
research, supervised by Alan Davis.
I do feel this is a useful applied piece of research as it helps the Community Resource 
Team to think more clearly on the distribution of referrals, waiting times and 
interventions. I wanted to respond to your request for feedback as quickly as possible 
so I have summarised the main bullet points.
• The research results gives an overview of the waiting times and distribution of 
cases. This is helpful for the management and co-ordination of the Shepway 
workload and is useful information for the Clinical Governance Learning 
Disability Team. Also, in the wake of PCGs this information is extremely useful 
for presentation of the working of the team as well as the learning disability needs 
which are reflected in the results.
• Specifically, the results highlight a high proportion of referrals to psychologists. 
Also, that psychologists see more urgent referrals along with nurses, compared to 
other disciplines. This is fairly representative of other patch teams in the Trust. 
There are however, fewer psychologists employed than other professions and this 
information is important when looking at commissioning. This data is also useful 
for comparison with the British Psychological Society (1994) which considered 
guidelines on levels of professionals for population sizes.
  ------------------------------------------------- — Cairn Ryan------------------------------------------------ ------------------------
101-103 London Road, Kearsney, Dover, Kent CT16 3AA Tel: 01304 828555 Fax: 01304 823701
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• There is a very interesting issue over length of time of response to urgent referrals. 
This seems dependent on some arbitary process which I feel is an issue for clinical 
governance and risk management. It also raises questions over information 
- available to referers and this issue could be taken further at a local level.
Again, I do feel that this is a relevant piece of applied work which I am sure will be 
taken further by the managers at the Shepway Community Resource Team. Thank 
you again for your contribution during your time at East Kent which was highly 
valued.
Best wishes.
Yours sincerely
David M Wilkie
Consultant Clinical Psychologist
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C if a r c f
NHS Trust
Community Learning Disability Team
15 February 1998 
Alex Carlisle
Dear Alex
Just a note to thank you for the research work on Community Team Waiting Lists, 
which was presented to our team recently. All members found it extremely useful and 
myself and Janis are endeavouring to make subtle changes to improve the system.
Hope you are happy and settled in your new placement, the consensus of opinion here 
is you are very much missed.
Well, thanks again and keep in touch.
Yours sincerely
Tina Stiff
Senior Nurse Manager : Shepwav/Canterburv
csa
1948-1998
----------------------  Eversley H ouse— --------------------------------------- ---------------------
19 Horn Street, Seabrook, Hythe, Kent CT21 5SB Tel: 01303 717000 Fax: 01303 717002
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ILLNESS REPRESENTATIONS, SELF-EFFICACY AND COPING IN
RHEUMATIC DISEASE
Literature Review 
August 1999 
Year 2
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ILLNESS REPRESENTATIONS, SELF-EFFICACY AND COPING IN 
RHEUMATIC DISEASE
In recent years research into rheumatic disease has suggested that psychological factors may play 
an important role in mediating between the disease and its outcome (Pimm, 1997). This literature 
review will focus on Leventhal’s self-regulatory model of disease (Leventhal, Meyer & Nerenz, 
1980), considering the framework it has provided for guiding research in the field of rheumatic 
disease. The self-regulatory model of disease will first be described in the context of other social 
cognition models of illness, followed by a discussion about the application of the model to 
rheumatic disease. Next research that has investigated the individual and combined role of self- 
regulatory processes in adaptation to rheumatic disease will be reviewed, including illness 
representations, self-efficacy, and coping. Finally areas for future research will be considered,
SOCIAL COGNITION MODELS OF ILLNESS
Leventhal’s self-regulation model is one of the more recent social cognition models of illness. 
Social cognition models belong to a wider body of health models that have been developed to 
guide research into, and aid the understanding of, variables that potentially predict health 
behaviour. Health models are useful because they provide a clear theoretical background to 
research, providing a basis for understanding the determinants of behaviour and behaviour 
change. They also influence the selection of variables to measure, the procedure for developing 
reliable and valid measures, and provide a framework for how variables might combine in order 
to predict health behaviours and outcomes (Connor & Norman, 1995). Health models have also 
been used to identify important targets that interventions designed to change health behaviour 
might focus upon if they are to be successful (Connor & Norman, 1995). ^
Social cognition models start from the assumption that an individual’s behaviour is best 
understood in terms of his or her perceptions of the social environment (Connor & Norman,
1995). How individuals make sense of their social environment is the process by which 
individual cognitions or thoughts intervene between observable stimuli and responses in specific 
real world situations (Fiske & Taylor, 1991). Social cognition models have been widely and 
successfully used by psychologists to understand a range of human behaviours, including health
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behaviours, and the question of which cognitions and thoughts are important in predicting health 
behaviour has been the focus of a great deal of research (Connor & Norman, 1995).
The social cognition models commonly used to predict health-related behaviours include the 
health belief model (e.g. Becker, 1974), health locus of control model (e.g. Wallston, Wallston & 
DeVellis, 1978), protection motivation theory (e.g. Maddux & Rogers, 1983), theory of reasoned 
action/theory of planned behaviour (e.g. Ajzen & Fishbein, 1980), self-efficacy theory (e.g. 
Bandura, 1982), and the self-regulation model (Leventhal, Nerenz & Steele, 1984).
The health belief model is perhaps the oldest and most widely used social cognition model in 
health psychology (Sheeran & Abraham, 1995). It uses two aspects of individuals representations 
of health behaviour in response to their illness: perception of illness threat and evaluation of 
behaviours to counteract this threat (Connor & Norman, 1995). Threat perceptions are seen to 
depend upon two beliefs (perceived susceptibility to the illness and the perceived severity of the 
consequences of the illness) (Connor & Norman, 1995). Two additional variables are commonly 
included in the model (cues to action, including physical symptoms and media campaigns, and 
health motivation, where certain individuals may be predisposed to respond to such cues because 
of the value they place on their health) (Connor & Norman, 1995).
The precise way in which these six variables combine to produce behaviour has never been 
specified (Connor & Norman, 1995), and the health belief model has been criticised for being 
more a loose association of variables that have been found to predict behaviour than a formal 
model (Connor, 1993). In addition, several cognitive variables found to be highly predictive of 
health behaviour in other models are not explicitly incorporated in the health belief model, such 
as perceptions of control over the performance of behaviour (self-efficacy theory; Bandura,
1977), and intentions to perform a behaviour and social pressure (theory of reasoned 
action/planned behaviour; Connor & Sparks, 1995).
The health locus of control model measures expectancy beliefs along three dimensions; the extent 
to which individuals believe their health is under the influence of their own action (internal), 
powerful others and chance (external) (Wallston, et al 1978). The main prediction of this theory 
is that people who believe their health is under the influence of their own action should be more
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likely to engage in health-promoting activities. On its own, the health locus of control construct 
has been found to be a relatively weak predictor of health behaviour (Wallston, 1992).
The protection motivation theory describes adaptive and maladaptive coping with a health threat 
as a result of two appraisal processes: threat appraisal and coping appraisal (Maddux & Rogers, 
1983). Similar to the health belief model, threat appraisal is based upon a consideration of 
perceptions of susceptibility to the illness and severity of the health threat (Connor & Norman, 
1995). Similar to self-efficacy theory, coping appraisal involves the process of assessing the 
behavioural alternatives which might diminish the threat, and is based on two components: the 
individual’s expectancy that carrying out a behaviour can remove the threat (action-outcome 
efficacy) and a belief in one’s ability to execute successfully the recommended course of action 
(self-efficacy) (Connor & Norman, 1995). These two appraisals feed into protection motivation 
which is an intervening variable that arouses, sustains and directs activity to protect the self from 
danger (Connor & Norman, 1995). The threat appraisal components have tended to be less 
predictive of intentions and actual behaviour than the self-efficacy components (Boer & Seydel,
1995). Connor & Norman (1995) suggest that threat appraisal is more of a distal determinant of 
intentions, and assume that it has its impact upon behaviour via influencing outcome 
expectancies. However, the way in which threat appraisals indirectly influence self-efficacy 
beliefs has not yet been studied.
The theory of planned behaviour outlines how the influences upon an individual determine that 
individual’ s decision to follow a particular behaviour, and is an extension of the theory of 
reasoned action (Ajzen & Fishbein, 1980). The theory suggests that the proximal determinants of 
behaviour are one’s intention to engage in that behaviour and one’s perception of control over 
that behaviour (Connor & Sparks, 1995). Intentions are determined by the evaluation of the 
behaviour, subjective norms about whether significant others think he/she should engage in the 
behaviour, and perceptions of control over the behaviour (Connor & Sparks, 1995). This theory 
is useful because it incorporates a number of cognitive variables (such as social pressure) that 
appear to determine health behaviours, although it does not make an assessment of health threat 
as included in other models (Connor & Norman, 1995).
Self-efficacy theory describes how human motivation and action are based upon three types of 
expectancies: situation-outcome, action-outcome and perceived self-efficacy (Bandura, 1977).
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Situation-outcome expectations represent beliefs about what consequences will occur without 
interfering personal action. Action-outcome expectancy is the belief that a given behaviour will 
or will not lead to a given outcome, and self-efficacy expectancy is the belief that you are or are 
not capable of performing a particular behaviour.
There is a clear causal ordering among the three types of expectancies (Schwarzer, 1992). Self- 
efficacy expectancies are assumed to have the most direct impact upon behaviour (as well as an 
indirect effect via their influence upon intentions), action-outcome expectancies are assumed to 
have more indirect effects on behaviour through their influence on self-efficacy expectancies, and 
situation-outcome expectancies are assumed to have the least direct effects on behaviour through 
their influence on action-outcome expectancies (Schwarzer, 1992).
The self-regulation model proposes that there are three major components involved in self­
regulation of illness (Leventhal, Leventhal & Contrada, 1998). Firstly, people are active problem 
solvers, they see and define their worlds, select and elaborate procedures to manage threats, and 
change the way they represent problems when they obtain disconfirming feedback. Secondly, 
this problem-solving process occurs within a cultural and systemic context. Thirdly, the energy 
expended on motivation to enhance health, and to prevent and cure disease is directed to what is 
perceived to be the most immediate and urgent threat and is limited by resources and a 
satisfaction rule. The basic form of the model involves the differentiation of cognitive 
representations (illness representations) and affect (emotional response), and the separation of 
these representational procedures (illness representations) from procedural components (coping 
responses) (Leventhal et al, 1998). The model suggests that illness representations influence both 
emotional and coping responses.
The self-regulation model has, in its basic form, conceptual similarities with the other social 
cognitive models. For example, as in the health belief model and protection motivation theory, 
the self-regulation model incorporates perceptions of illness threat. However, it can be argued 
that the self-regulation model includes the most detailed analysis of threat perception, clarifying 
‘severity’ of threat perception as the perceived ‘identity,’ ‘consequences’ and ‘time-line’ of an 
illness. Another similarity between the self-regulation model and other models is that it 
incorporates outcome expectancies as a key construct. However, Leventhal et al (1998) identified 
three important dimensions of outcome expectancies (goal-relevance, time-lines and dose-
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response expectancies), the latter two of which seem to be absent from the most widely 
promulgated models of health behaviour, namely the health belief model and the theory of 
planned behaviour.
The self-regulation model also includes representations of the ‘perceived controllability’ of an 
illness, which is a similar construct to health locus of control beliefs. However, the perceived 
controllability construct is not conceptualised as simply as in Wallston’s early model, where 
beliefs about control are either internal or external. Other variables found to be highly predictive 
of health behaviour have also been explicitly incorporated into the self-regulation model, such as 
perceptions of control over the performance of behaviour (self-efficacy beliefs; Bandura, 1977). 
Unlike many other social cognition models, the self-regulation model cannot be criticised for 
failing to distinguish between a motivational stage dominated by cognitive variables and a 
volitional phase where action is planned, performed and maintained, or for failing to consider 
variables included in the theory of planned behaviour, such as social context and intention.
Therefore, it can be argued that the self-regulation model provides an increasingly explicit guide 
for modelling both motivational and procedural factors guiding health-relevant behaviours in 
specific settings. The self-regulation model provides a particularly appropriate framework for 
considering the role of cognitive processes in predicting health behaviour in people with 
rheumatic disease as it incorporates, unlike other social cognition models, both illness 
representations and self-efficacy, key components of which have been identified by research in 
field of arthritis to influence coping responses and health outcomes.
THE SELF-REGULATION MODEL OF ILLNESS
The self-regulation model proposes that people engage in health-related coping behaviours 
(coping efforts) in order to regulate their illness (Leventhal et al, 1980). Five specific illness 
representations are proposed to influence the performance of these self-regulatory coping 
behaviours (Leventhal et al, 1984). More recently, the model has also incorporated appraisals of 
coping efforts, including self-efficacy beliefs as predictors of self-regulatory processes (Leventhal 
et al, 1998).
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Coping Efforts
Coping efforts are aimed at avoiding or reducing the negative consequences of the illness, and are 
proposed to influence health outcome. Two major categories of coping behaviour have been 
identified (Leventhal, 1970). Problem-focused coping involves planning and executing 
behaviours that mitigate problems caused by the disease, such as pain and disability, and 
emotion-focused coping includes strategies that manage thoughts and feelings associated with the 
disease, such as negative mood. As knowledge increases about the specificity of coping 
procedures in different situations, Leventhal and colleagues have argued that more complex 
definitions of coping need to be developed (Leventhal, Benyamini, Brownlee, Diefenbach, 
Leventhal, Patrick-Miller & Robitaille, 1997).
Illness Representations
The self-regulation model proposes that in order to make sense of and respond to the problems 
related to illness, patients create their own models or representations of the illness (Weinman, 
Petrie, Moss-Morris & Home, 1996). Within the self-regulation model, patient’s illness 
representations are proposed to be directly related to coping behaviour and, via this, with other 
outcomes such as mood and disability (Leventhal et al, 1984). In this model coping is a 
mediating factor between illness representations and outcome.
Illness representations are defined as individuals’ existing knowledge and beliefs about their 
illness, and are proposed to lie along five broad cognitive dimensions:
Identity, which includes the label and perceived symptoms of the illness, such as pain and fatigue; 
Perceived cause of the illness and exacerbations/remissions;
Time-line, or whether the illness is expected to be acute, episodic or chronic;
Consequences of the illness for the person’s life, such as loss of independence;
Beliefs about the curability/controllability of the illness and the effectiveness of the treatment.
Recent research based on differing methodologies across a range of different clinical conditions 
confirms the consistency and predictive validity of the five illness representations (Weinman et 
al, 1996). Although the components of illness representations are distinct, in that they can have 
specific effects on coping and adaptation to illness, they are not necessarily independent 
(Weinman et al, 1996). For example, there may be very direct links between the identity and 
consequences components, or between representations of the cause and control of an illness.
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Despite the inter-dependence of components, research using cluster analysis has validated the five 
distinct illness representations (Lau, Bernard & Hartman, 1989).
Research on patients with a variety of illnesses has supported the claims made by the self­
regulation model, in that illness representations have been found to be associated with coping 
behaviour. For example, research on patients with chronic fatigue syndrome and diabetes has 
shown that illness representations predict coping behaviour (Moss-Morris, Petrie & Weinman, 
1996, Hampson, Glasgow & Toobert, 1990, Harnpson, Glasgow & Foster, 1995). However, such 
research has also shown that illness representations were more predictive of levels of distress and 
disability than were coping scores, indicating illness representations may have direct effects on 
mood that are not mediated by coping (Moss-Morris et al, 1996).
Appraisals of Coping
Within the self-regulation model, appraisals of coping efforts have also been proposed to 
influence individual’s health-related coping behaviour (Leventhal et al, 1998, Pimm, 1997). Self- 
efficacy beliefs are particularly important as they are not only proposed to directly determine 
whether self-regulation behaviour (coping efforts) will be initiated, but also how much effort will 
be expended and how long it will be sustained in the face of obstacles and adverse experiences 
(Bandura, 1977).
Research on patients with a variety of illnesses has supported the claims made by the self­
regulation model, in that self-efficacy beliefs have been found to be directly associated with 
coping behaviour. For example, research on cancer patients and older adults has shown that high 
self-efficacy is related to health-related quality of life and coping behaviour (Grembowski, 
Patrick, Diehr, Durham, Beresford, Kay & Hecht, 1993, Cunningham, Lockwood &
Cunningham, 1991). In particular, people with high efficacy expectations for coping behaviours 
are more likely to perform those behaviours and have better functional, mental and self-rated 
health than those with low self-efficacy expectations (Grembowski et al, 1993).
RHEUMATIC DISEASE
Rheumatic disorders include over 120 different diseases affecting the muscular-skeletal 
structures, with some of the commonest including osteoarthritis, rheumatoid arthritis and 
systemic lupus erythematosus (Pimm, 1997). The cause of most rheumatic diseases is unknown,
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most are progressive, incurable and chronic, and the prognosis is unpredictable (Pimm, 1997).
The emphasis of treatment is on management of symptoms, controlling disease progression and 
optimising physical function rather than prevention or cure (Pimm, 1997).
Rheumatic diseases are a major cause of pain and disability. For example, in 1988 it was 
estimated that three million people in the UK had a disability associated with musculoskeletal 
disorders (Martin & White, 1988). Rheumatic diseases restrict people’s ability to perform social 
and occupational roles. For example, 50% of patients with rheumatoid arthritis suffer significant 
work disability within 5 years of onset (Yelin, Meenan, Nevitt & Epstein, 1980). Given the 
distressing symptoms and disability associated with rheumatic diseases, it is not surprising that 
prevalence estimates indicate people with rheumatic disease have higher levels of depression than 
people without chronic illness (DeVellis, 1993).
APPLICATION OF THE SELF-REGULATION MODEL TO RHEUMATIC DISEASE
In rheumatic disease there is a poor relationship between objective measures of disease severity 
and activity (radiographic measures of joint damage and biochemical markers of auto-immune 
activity), pain and emotional distress (Dekker, Boot, van der Woude, Bijilsma, 1992, Summers, 
Haley, Reveille & Alarcon, 1988). Psycho-social factors are frequently implicated in the 
pathogenesis and maintenance of rheumatoid arthritis, but their role has remained relatively 
poorly understood (Anderson, Bradley, Young, McDaniel & Wise, 1985, O’Leary, 1990, Shipley 
& Newman, 1993). With increasing evidence that non-biological factors play a role in the 
outcome of rheumatic disease, it is important to explore the psychological processes that mediate 
between the disease, pain, disability and effective coping.
There is no cure for many rheumatic diseases. Traditionally, treatment for rheumatic disease has 
included pharmacotherapy, physical therapy and surgery. However, such medical care is only 
partially effective in relieving symptoms (Hirano, Laurent & Lorig, 1994). Pimm (1997) outlines 
several features of rheumatic disease that may play an important role in shaping the cognitive, 
behavioural and emotional processes underlying how the person manages symptoms and adapts 
to disability. The diagnosis of rheumatic disease may take some time to establish, leading to 
uncertainty and potential emotional distress. The disease is chronic, progressive, incurable and 
the cause and course of the illness is often uncertain . People with rheumatic disease may 
experience unpredictable symptom-flares of severe pain, fatigue, stiffness and immobility,
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permanent disability and disfigurement. The consequences of the disease often affect an 
individual’s work, leisure and social relationships.
Traditional medical management often fails to address individuals’ psychological wellbeing, 
social or occupational function. However, over the past twenty years there has been considerable 
interest in the development and evaluation of psycho-educational interventions (Pimm, 1997). 
Research investigating the self-regulatory processes underlying adaptation to rheumatic disease 
plays an important part in the development of such interventions - if it is better understood how 
some people successfully cope with rheumatic disease, this will help the development of 
interventions to assist people who are coping relatively poorly. For example, psycho-educational 
interventions, such as the Arthritis Self-Management Programme (Barlow, Williams & Wright, 
1997), could be aimed at those illness representations and appraisals that most influence effective 
coping.
There is some evidence that key components of the self-regulatory model play a crucial role in 
the outcome of psycho-educational interventions. For example, research has shown that the 
benefits of the Arthritis Self-Management Course are not mediated by behaviour change, where 
increased use of self-care behaviours was only weakly associated with health status (Lorig & 
Gonzalez, 1992). However, in contrast changes in self-efficacy beliefs during the Arthritis Self- 
Management Course were strongly associated with improvements in health status (Lorig, 
Seleznick, Lubeck, Ung, Chastain & Holman, 1989b). The relative importance of cognitive 
representations and appraisals in the outcome of psycho-educational intervention remains unclear.
Understanding how the processes underlying self-regulation influence coping may also help 
prevent psycho-educational interventions producing unhelpful changes in illness representations 
or appraisals. For example, Parker, Singsen, Hewett, Walker, Hazelwood, Hall, Holsten &
Rodon (1984) presented rheumatoid arthritis patients with a seven-hour educational programme. 
Although knowledge about the disease increased, the intervention group reported more pain and 
disability than the control group. The intervention may have increased the salience of the pain 
and the possible negative effect of rheumatoid arthritis (Pimm, 1997).
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COPING AND RHEUMATIC DISEASE
Most studies investigating coping in rheumatic disease have used Lazarus & Folkman’s (1984) 
cognitive stress model of coping (Pimm, 1997). This general cognitive model of coping in which 
the individual appraises both the situation with which they have to cope and their available 
coping resources is compatible with the self-regulatory model of illness (Park, 1994).
Most research has focused on how people cope with rheumatic disease in general, rather than 
specific aspects of the illness (Pimm, 1997). However, there is increasing evidence to show that 
coping behaviours vary according to the nature of the specific stressor. For example, strategies 
used to cope with the pain of rheumatoid arthritis are different from those used to cope with the 
emotional stressors associated with the illness (Cohen, Sauter, DeVellis & DeVellis, 1986).
There is some evidence for individual differences in the types of coping strategies used to manage 
pain and disability in rheumatic disease. Newman, Fitzpatrick, Lamb, & Shipley (1990) 
conducted a large well-designed study that examined patterns of coping in people with 
established rheumatoid arthritis. One hundred and fifty eight outpatients were assessed on a 36- 
item questionniare in order to examine the impact of coping on the disability and psychological 
well being of individuals with this disease. The coping with rheumatoid arthritis questionnaire 
was developed from interviews of patients with rheumatoid arthritis, existing coping 
questionniares and strategies suggested by health care staff. Other measures included the 
Functional Limitation Profile as a measure of disability, the Beck Depression Inventory (modified 
for use with rheumatoid arthritis patients) and Rosenberg’s Self-Esteem scales as measures of 
psychological well being - all of which had been standardised and used previously in studies of 
rheumatoid arthritis patients.
The data were analysed using appropriate cluster analysis methods. Newman et al (1990) 
classified people into four groups according to their responses on the coping questionnaire. The 
groups were determined in order to obtain maximum homogeneity within groups and maximum 
differences between groups using a series of hierarchical cluster analyses. Three hierarchical 
techniques were applied, and the analysis of the coefficients of all three pointed to a four group 
solution. The final cluster analysis performed was a K  means iterative solution for four groups, in 
which subjects group allocation was reanalysed to ensure their group allocation was closest to the 
particular group means. Group 1 used denial, avoidance of others during pain, reorganising
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routine and seeking support from friends; group 2 the largest group, had a passive pattern of 
coping, not strongly adopting or rejecting any coping strategy; group 3 had the most active and 
open coping pattern, they did not use denial, wish fulfilment, distraction, prayer or religion, but 
confronting disease, refusing to reorganise routine, engaging in physical activity and expressing 
feelings; group 4 used rest, diet, religion and prayer. The groups did not differ on demographic 
variables, laboratory, or clinical measures of disease, suggesting that people’s representations of 
their illness or appraisals of coping may account for different patterns of coping.
Different styles of coping with pain and disability are also related to different adaptational 
outcomes. Newman et al (1990) found that people in group 3 who used active coping strategies 
reported less pain, and stiffness, physical disability and better emotional well being. By contrast, 
use of passive coping strategies to manage pain (focusing on the pain, restricting social activities) 
was found to be associated with poor functional ability and depressed mood (Brown, Nicassio & 
Wallston 1989, Keefe, Brown, Wallston & Caldwell, 1989). In their extensive and critical review 
of coping with arthritis, Manne & Zautra (1992) concluded that use of passive coping strategies 
such as restricting daily activities, sleeping, wishful thinking and self-blame are associated with 
greater emotional distress, and use of active coping strategies, such as maintenance of activities 
are associated with less emotional distress.
Schiaffino, Revenson & Gibofsky (1991) conducted one of the few longitudinal studies in this 
area, examining the influence of self-efficacy beliefs on problem-solving coping, functional 
disability and psychological well-being for 101 recently diagnosed patients with rheumatoid 
arthritis. Applying problem-solving coping to symptom flares was found to mediate the 
relationship between initial self-efficacy beliefs and disability. That is, people with high self- 
efficacy beliefs were more likely to engage in problem-solving coping 1 year later, and people 
who engaged in problem solving coping were more likely to have lower functional disability. 
Problem-solving coping included four items: I thought about solutions to handle my flare, I 
gathered information, I actually did something to try to handle my flare, and I did something with 
the explicit intention of relaxing.
Problem-solving coping can be seen as a construct closely related to active coping, and it may be 
argued that people with higher self-efficacy will be more likely to engage in active coping. 
However, the concepts are not identical - problem-solving coping includes gathering information,
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whereas people who engage in active coping do not seek information. The results of Schiaffino 
et al’s (1991) study should be interpreted with caution as, although the statistical analysis 
methods were rigorous, the measure used for self-efficacy appraisals was not specifically adapted 
for use with the arthritis population, and the measure of coping only included 11 strategies.
Zautra, Burleson, Smith, Blalock, Wallston, DeVellis, DeVellis & Smith (1995) analysed the 
results of three large independent cross-sectional studies of rheumatoid arthritis (sample A: 179 
women, 48 men; sample B: 177 women, 24 men; sample C: 134 women, 38 men). According to 
Pimm (1997), Zautra et al (1995) reported data consistent with a model in which coping mediates 
between the perception of pain and positive and negative affect. People who perceived more pain 
use maladaptive coping strategies and these strategies were associated with less positive affect 
and greater negative affect.
Much of the research in this area has examined the relationship between coping behaviour and 
pain, disability and emotional adjustment in rheumatic disease (Pimm, 1997). However, little 
attention been paid to the illness representations and appraisal processes that provide the context 
in which coping strategies are selected and evaluated (Manne & Zautra, 1992, Newman & 
Revenson, 1993, Zautra & Manne, 1992).
ILLNESS REPRESENTATIONS AND RHEUMATIC DISEASE
There is increasing evidence to suggest that illness representations play an important role in the 
self-regulation of rheumatic disease.
Identity
With respect to identity, pain is a key concept in people’s experience of rheumatic disease 
(Hampson, Glasgow & Zeiss, 1994, Lorig, Cox, Cuevas, Kraines & Britton, 1984, van Lankveld, 
van pad Bosch, van de Putte, Naring & van der Staak,1994). For example, using a structured 
interview with an objective coding scheme, Hampson et al (1994) found that of the 61 patients 
with osteoarthritis interviewed, most shared the belief which emphasised pain as a major 
symptom and a measure of the seriousness of the disease. Pimm, Byron & Curson (1995 -  cited 
by Pimm, 1997) found that in addition to pain, patients with rheumatoid arthritis reported 
frequent fatigue, sleep difficulties, stiff/sore joints and loss of strength as features of their illness.
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Cause
In a study of 92 patients with rheumatoid arthritis, Affleck, Pfeiffer, Tennen & Fifield (1987a) 
found that people reported a variety of causes for their rheumatoid arthritis (heredity 34.7%, auto­
immune factor 24.4%, personal behaviour 22.8%, psychological stress 22.8%). The study 
employed a variety of well-established self-report measures, and controlled for the tendency of 
participants to present themselves in a socially desirable way. Participants’ representations of the 
causes for illness were not related to functional ability or psychological adjustment. However, 
patients who were more actively searching for the causes of the illness and continued to ask 
“Why me?” reported greater functional problems and a greater sense of helplessness.
When investigating beliefs about the cause of symptom flares (psychological stress 45.5%, 
changes in weather 34%, excessive physical activity 34.1%) and remissions (changes in weather 
49.4% and absence of psychological stress 21%), Affleck et al (1987a) found that attributing the 
cause to psychological stress was associated with low functional ability and psychological 
adjustment. Attributing the cause of flares to excessive physical activity was associated with low 
levels of helplessness; whereas attributing the cause of remissions to changes in medication was 
linked with high levels of helplessness. Affleck et al (1987a) suggest that attributing the cause of 
current disease activity to areas over which one has some personal control may be more adaptive.
Time-Line
Belgrave (1990) conducted a qualitative study of women with chronic illness, mainly arthritis. 
Women who perceived themselves as “ill”, with a chronic time-line perspective, as opposed to 
“basically healthy but coping with an episode of illness”, with an acute time-line perspective, 
adopted more elaborate self-regulatory strategies, including self-management strategies such as 
exercise and relaxation.
Consequences
Research suggests that the perceived consequences of rheumatic disease include limitations and 
loss of independence (Hampson et al, 1994, Lorig et al, 1984, van Lankveld et al, 1994). For 
example, van Lankveld et al (1994) found that whilst perceptions of limitations and dependence 
were weakly related to assessments of disease activity and severity, they were also strongly 
related to measures of quality of life.
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Controllability
Affleck, Tennen, Pfeiffer & Fifield (1987b) conducted a well designed study examining 
interrelations among various control appraisals, illness predictability^ psychosocial adjustment, 
mood, and illness status in a sample of 92 patients with rheumatoid arthritis. Using multiple 
regression analyses they found that perceiving personal control over relatively more controllable 
aspects of rheumatic disease and perceiving that powerful others have control over relatively 
uncontrollable aspects is more adaptive. Perceiving greater personal control over daily symptoms 
was associated with better positive mood in people with moderate or severe rheumatoid arthritis. 
Perceiving greater control over the longer-term course of rheumatoid arthritis was associated with 
negative mood in people with severe rheumatoid arthritis.
Relationship between Representations
Some studies have investigated the moderational relationship between illness representations.
For example, Hampson et al (1994) found that when people with rheumatic disease view their 
illness as chronic and/or serious (strong identity and significant consequences), and that 
treatments are important, the performance of coping behaviours is high.
In a study of 64 patients with rheumatoid arthritis, Schiaffino & Revenson (1992) examined the 
mediational versus moderational relationships among perceived control, causal attributions and 
self-efficacy. As well as the relatively small sample size, the study is limited by the items that 
were used to measure perceived control and self-efficacy as, although they were drawn from 
previously standardised measures, the separate items had not been standardised or validated. 
However, the study used appropriate statistical methods to analyse the data, including multiple 
regression analyses, ensuring that all four conditions necessary to establish whether a variable 
was mediational were tested. Schiaffino & Revenson (1992) found that the mediational model 
was only accepted for one of six hypotheses: self-efficacy appeared to mediate the relationship 
between perceived control and disability. The moderational model was confirmed for four of six 
hypotheses: the interaction of causal attributions with both perceived control and perceived self- 
efficacy was critical to understanding current depression and both current and later disability. 
Specifically, when arthritis was perceived as less controllable, internal global stable attributions 
of causality were associated with greater depression. When arthritis was seen as more 
controllable, level of depression did not vary as a function of casual attributions. A different
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pattern of effects appeared for disability. Under conditions of low perceived control, disability 
decreased as more internal stable global attributions were made. Under conditions of high- 
perceived control, disability increased as more internal, stable global attributions were made.
SELF-EFFICACY AND RHEUMATIC DISEASE
In recent years there has been growing evidence to support the role played by self-efficacy in the 
self-regulation of rheumatic disease (e.g. Schiaffino et al, 1991, Taal, Rasker, Seydel &
Weigman, 1993). In particular, self-efficacy has been found to be highly predictive of both 
coping efforts and health outcomes.
Taal et al (1993) studied 86 patients with rheumatoid arthritis, assessing their health problems, the 
problems they experienced in adhering to health recommendations and the relationships of these 
problems with self-efficacy and social support. Health problems were measured using a Dutch 
version of the Arthritis Impact Measurement Scales. This measure has been standardised and 
used in previous studies of arthritis, and is claimed to be a reliable and valid measure of health 
status. However, the results of this study should be interpreted with caution as all the other 
measures were unstandardised rating scales. Taal et al’s (1993) main finding was that patient’s 
problems in adhering to health recommendations were related to self-efficacy expectations rather 
than functional incapacity, pain or other aspects of health status.
In a larger, longitudinal study involving 208 patients with rheumatoid arthritis, Smith, Dobbins & 
Wallston (1991) examined the role of perceived competence as a mediator between rheumatoid 
arthritis and adjustment. Participants were surveyed three times at 6-month intervals concerning 
potential antecedents of adjustment (pain, psychosocial impairment, social support, and control 
beliefs), self perceived level of competence, and level of adjustment (life satisfaction and 
depressive symptomatology). The instruments used were claimed to be satisfactorily reliable and 
valid, and statistical analyses appeared to have been conducted appropriately. There was 
evidence from the cross-sectional analyses that self-perceived level of competence was a 
mediator of adjustment, as measured by life satisfaction and depressive symptomatology (Smith 
et al, 1991). Evidence from longitudinal analyses showed consistent but weaker support for the 
mediational model. It can be argued that self-perceived level of competence is a similar construct 
to general self-efficacy (Pimm, 1997).
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Schiaffino et al (1991) found that functional ability and psychological status were not related to 
self-efficacy in the same way. High self-efficacy beliefs were associated with less functional 
disability (independent of pain) concurrently and at 1 year follow up. High self-efficacy beliefs 
were also associated with greater use of problem-solving coping at 1 year follow up.
Self-efficacy was also found to moderate between pain and depression at 1 year follow up. At 
low pain, self-efficacy beliefs were unrelated to depression, but at higher levels of pain, greater 
self-efficacy related to greater depression. It appears that believing in one’s ability to handle the 
situation in the presence of greater pain contributed to greater depression. Schiaffino et al (1991) 
explained this by suggesting that seeking control in uncontrollable situations might be 
maladaptive. However, this conclusion ignores the finding that greater self-efficacy was 
associated with less functional disability.
ILLNESS REPRESENTATIONS & SELF-EFFICACY AS PREDICTORS OF 
ADAPTATION IN RHEUMATIC DISEASE
Although Leventhal’s model proposes that illness representations and appraisals of coping 
influence self-regulation, there has only been one study by Schiaffino & Revenson (1992) that 
has investigated the effects of both these constructs. They found that the effects of illness 
representations (cause and control) and self-efficacy beliefs differed for depression and disability. 
When people perceived rheumatoid arthritis to be uncontrollable, internal stable global 
attributions for the cause of a symptom flare were associated with greater depression. When 
perceived control was low, the same attributions were associated with less disability. When 
perceived control was high and internal stable global attributions were made, self-efficacy was 
negatively associated with depression but positively associated with disability.
They suggest that these results can be understood using Leventhal’s acute/chronic time-line 
construct. Those with an acute model of rheumatoid arthritis who report significant disability, 
believe the cause is temporary and due to external factors, and think that something can be done 
about it, have less reason to be depressed. Although people with this acute pattern may not be 
depressed, successful management depends on adopting a chronic label, so they are unlikely to 
develop adaptive self-care behaviours. Those with a chronic model of rheumatoid arthritis who 
report significant disability, see the cause of a flare as related to internal factors that are likely to 
be permanent, and think that nothing can be done about it, have more reason to be depressed.
Literature Review 189
However, when the person is confident they can do something to help the situation they will have 
less reason to be depressed, and are more likely to develop self-care behaviours. This explanation 
has face validity, although it must be remembered that Schiaffino & Revenson (1992) did not 
measure the time-line construct of patients’ illness representations.
CONCLUSION
In sum, research supports Leventhal’s self-regulation model, which suggests that illness 
representations and appraisals influence self-regulatory coping behaviours. There is evidence that 
coping efforts are related to illness representations and appraisals, and that certain patterns of 
illness representations and appraisals predict certain types of coping (Hampson et al, 1994, 
Schiaffino et al, 1991, Zautra et al, 1995). There is also evidence that coping efforts may be 
important predictors of pain, disability and emotional well being in rheumatic disease (Newman 
et al, 1990, Brown et al, 1989, Keefe et al, 1989, Manne & Zautra, 1992). However, there has 
been relatively little research investigating the illness representations and appraisal processes that 
influence die selection and evaluation of coping strategies. In particular, there has been no 
research that investigates the combined influence of illness representations and self-efficacy on 
the selection and use of coping strategies.
Research into the combined influence of illness representations (cause and control) and appraisals 
(self-efficacy) on adaptational outcomes (depression and disability) has shown the moderational 
role of these processes (Schiaffino & Revenson, 1992). Future research into the combined 
influence of illness representations and appraisals on coping strategies is necessary to aid 
understanding of how people’s representations of rheumatic disease and appraisals of their coping 
efforts affect their ability to cope. For example, active types of coping are related to better 
psychological adjustment, less pain and disability. Therefore, research that identifies the illness 
representations and appraisals that are associated with active types of coping will help in the 
development of interventions to assist people who are coping relatively poorly.
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ABSTRACT
Title: The self-regulatoiy model in women with rheumatoid arthritis: relationships between 
illness representations, coping procedures, self-efficacy beliefs and outcome.
Objectives. The self-regulatory model proposes that illness representations influence the 
selection and performance of coping procedures that in turn influence outcome. The primary aim 
of the present study was to test the hypothesis that coping procedures partially mediate the 
relationship between illness representations and outcome in women with rheumatoid arthritis.
The secondary aim was to examine whether self-efficacy beliefs moderate the relationship 
between illness representations and coping procedures and between coping procedures and 
outcome.
Design and Methods. The study was an observational cross-sectional design. Self-report 
measures of illness representations, coping procedures, and outcome were collected from 125 
women with rheumatoid arthritis attending rheumatology outpatient clinics. Clinical measures of 
disease activity and severity were obtained from hospital records.
Results. Avoidant and resigned coping was found to partially mediate the relationship between 
symptom identity and the outcome measures disability and psychiatric morbidity. Generalised 
self-efficacy was not found to moderate the relationships between any of the illness 
representations and coping procedures. Arthritis specific self-efficacy was not found to moderate 
the relationships between coping procedures and outcome, except to weakly moderate the 
relationship between rest and pain. As in other studies, strong relationships were found between 
illness representations and outcome.
Conclusion. There was some support for the hypothesis that coping partially mediates the 
relationship between illness representations and outcome. There was no support for the 
hypothesis that generalised self-efficacy moderates the relationship between illness 
representations and coping procedures, and very little support for the hypothesis that arthritis 
specific self-efficacy moderates the relationship between coping procedures and outcome. 
Overall, the results of this study corroborated some of the claims of the self-regulatory model, 
although this was by no means substantive and future research is needed to overcome the 
limitations of this study. The clinical application of the research is discussed.
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INTRODUCTION
The introduction will first consider the nature of rheumatoid arthritis. Discussion is centered 
around the impact of rheumatoid arthritis on the individual, and the role of psychological factors 
in disease outcome. The second section will include a brief overview of the psychological 
models of health behaviour that have guided research into the relationship between psychological 
factors and disease outcome. Focus will then be given to Leventhal’s self-regulatory model (e.g. 
Leventhal, Benyamini, Brownlee, Diefenbach, Leventhal, Patrick-Miller & Robitaille, 1997). In 
the third section, the application of the self-regulatory model to rheumatoid arthritis will be 
examined.
RHEUMATOID ARTHRITIS 
Definition & Prevalence
Rheumatoid arthritis is a disease related to autoimmune aetiology (Anderson, Bradley, Young, 
McDaniel & Wise, 1985). It affects the body’s muscular-skeletal structures in a way that is often 
associated with pain and stiffness. Currently it is chronic, progressive, incurable, and has an 
uncertain prognosis (Pimm, 1997). In the United States rheumatoid arthritis affects over eight 
million people (Lambert & Lambert, 1987). In the United Kingdom it is thought that 
approximately 4% of the population have probable rheumatoid arthritis and 1% have a definite 
diagnosis (Hazes & Silman, 1990).
Impact of Rheumatoid Arthritis
Rheumatoid arthritis is the largest cause of disability in the UK (Badley & Tennant, 1993). It can 
also restrict people’s ability to perform their social and occupational roles. For example, Yelin, 
Meenan, Nevitt & Epstein (1980) reported that 50% of rheumatoid arthritis patients suffer 
significant work disability within 5 years of onset.
Given the combination of pain, stiffness, disability and social/occupational restrictions that are 
associated with rheumatoid arthritis it is unsurprising that it is also related to difficulties in 
psychological adjustment (Pimm, 1997). DeVellis (1993) found depression to be higher in 
people with rheumatoid arthritis than without, but similar to people with other chronic illnesses.
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Influence of Psychological Factors
There is increasing evidence that non-biological factors play an important role in the outcome of 
rheumatic disease (Pimm, 1997). For example, there are poor relationships between objective 
measures of disease activity (biochemical markers of autoimmune activity) and severity 
(radiographic measures of joint damage), pain, and depression (e.g. Dekker, Boot, van der 
Woude, Bijilsma, 1992, Summers, Haley, Reveille & Alarcon, 1988). Smith, Dobbins &
Wallston (1991) found that despite there being a relationship between pain and depression, 
controlling for pain resulted in considerable variation in adjustment to rheumatoid arthritis.
PSYCHOLOGICAL MODELS OF HEALTH BEHAVIOUR 
Overview of Prevalent Models of Health Behaviour
Various psychological models have postulated a range of beliefs and attributions to be precursors 
of health behaviour. These include Levenson’s locus of control theory (1973), Fishbein’s theory 
of reasoned action (Fishbein & Ajzen, 1975), Ajzen’s theory of planned behaviour (1988), 
Rosenstock’s health belief model (1974), and Bandura’s self-efficacy theory (1977). Marteau 
(1993) describes the above theories as expectancy-value models as they assert that individuals are 
motivated to maximise gains and minimise losses, whereby behavioural choice and persistence 
are a function of the expected success of the behaviour in attaining a goal and the value of that 
goal. Marteau contrasts the models based on the expectancy-value approach with those derived 
from attribution theory, which is concerned with the way in which people explain events.
In recent decades, such social-cognition models have been used to help identify the complex 
processes involved in mediating between disease, pain, disability & adjustment. However results 
have been unremarkable, as none of the individual factors studied have consistently predicted 
health and illness behaviours (Turk, Rudy & Salovey, 1986). Marteau suggests that this may be 
due to inadequacies in the research. She gives examples of different measures being used to test 
the same construct, data being analysed without proper consideration of the theoretical prediction, 
as well as misinterpretation of the theory. Marteau also considers the possibility that the failure 
of the above models to consistently predict health and illness behaviour is because they are the 
wrong theories as they do not contain the cognitions that predict health behaviour and outcomes.
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Origins of the Self-regulatory model
In view of such criticism of the prevalent models of health behaviour it is perhaps unsurprising 
that much attention has been given to Leventhal’s self-regulatory model in the last decade. 
Leventhal’s early version of the self-regulatory model (called the parallel response model, 
Leventhal, 1970 -  cited by Leventhal et al, 1997) suggested that internal and external situational 
stimuli generate cognitive and emotional representations in response to possible danger. Each 
representation elicits coping procedures which lead to outcome appraisals that can result in 
revised outcome criteria, the selection of new criteria and/or change in the eliciting stimuli 
(Leventhal et al, 1997).
There are two major features of the parallel response model. Firstly, the parallel, relatively 
independent, processing of the representation of disease threat (danger) and the processing of 
related emotions (fear). Secondly, the separation of the representation of disease threats from 
coping procedures (Leventhal et al, 1997). See Figure 1 below for a diagrammatic representation 
of the parallel response model.
Coping
Procedures
AppraisalRepresentation 
of Danger
Situational
Stimuli
(Inner/Outer)
Representation 
of Fear
Coping
Procedures
Appraisal
Figure 1: The Parallel Response Model (Leventhal, 1970 -  cited by Leventhal et al 1997)
Leventhal and colleagues refined this model to become the self-regulatory model. Leventhal & 
Nerenz (1985) rejected the most widely promulgated theories for not incorporating how 
individuals represent disease threat, and for not being sufficiently concrete or health specific. 
Rather, they proposed that individuals engage in health-related actions (coping procedures) in 
response to concrete bodily symptoms that are interpreted as current disease threats. Leventhal 
explored the individual’s subjective cognitive representation of disease threat through the use of
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in-depth semi-structured interviews which allowed the individual to define attributes relevant to 
his or her own representation of the illness. Such an approach was key to the development of the 
self-regulatory model.
The semi-structured interview approach was criticised by some as it was time-consuming and 
produced large variations in the quantity and quality of response (Weinman, Petrie, Moss-Morris 
& Home, 1996). Subsequently, the Illness Perception Questionnaire was developed by Weinman 
et al (1996) in order to provide a psychometrically sound method for assessing individual’s 
cognitive representations, comprising the components that have been found to underlie the 
cognitive representation of illness. Research based on differing methodologies across a range of 
different clinical conditions has confirmed the consistency and predictive validity of five illness 
representations (Weinman et al 1996). These are:
• identity label & perceived symptoms of the illness, such as pain and fatigue
• perceived cause such as germ/vims, genetic •
• time-line acute, chronic, episodic
• consequences on person’s life
• curability/controllability.
Weinman et al (1996) point out that although the components of illness representations are 
distinct, in that they can have direct effects on coping and outcomes, they are not necessarily 
independent.
Research on patients with a variety of illnesses has supported some of the claims made by the 
self-regulatory model, in that illness representations have been found to be associated with coping 
behaviour. For example, research on patients with chronic fatigue syndrome and diabetes has 
shown that illness representations are predictive of coping behaviour (Moss-Morris, Petrie & 
Weinman, 1996, Hampson, Glasgow & Toobert, 1990, Hampson, Glasgow & Foster, 1995).
Development of the Self-regulatory model
In recent years Leventhal and others have expanded on and reformulated the self-regulatory 
model:
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Illness Representations
Leventhal et al (1997) warned against giving too much weight to ‘lists’ of illness representations 
derived from factor analytic approaches, acknowledging that new ones may be found and 
formerly identified ones may vanish in future studies. Furthermore, the representations already 
identified are seen as subject to expansion based upon the findings of research.
Coping Procedures
The role of coping in the self-regulatory model has been called into question by independent 
researchers. Moss-Morris et al (1996) found that illness representations were more predictive of 
levels of distress and disability than were coping scores, indicating illness representations may 
have direct effects on mood that are not mediated by coping.
However, Leventhal et al (1997) consider the empirical literature on coping to be conceptually 
flawed. They redefined the term ‘coping procedure’ as ‘procedure’ because they wanted to 
distance the model from such literature. In particular, they point out the over-simplified nature of 
“ways of coping” checklists. Although there have been “validations” of such checklists they 
point out that applying a single-factor approach (such as problem-based coping) to various 
different health problems makes the mistaken assumption that the same underlying process 
variables will be at work in each.
Leventhal et al (1997) are also critical of Leventhal’s earlier model as it made a distinction 
between emotion and problem-focused coping. They acknowledge that emotional responses are 
‘coping procedures’ in their own right. Furthermore, they disagree with the prevalent view of 
‘coping’, which is seen as a positively-valenced, goal directed activity. They prefer the term 
procedure as it is more neutral and infers a connection with procedural memory, which they 
hypothesise is involved in the, sometimes automated, response to illness representations. The 
question remains unanswered as how best to measure such procedures -  particularly if they are 
independent of conscious processing. In addition there remains little research on how illness 
representations and outcome appraisals provide the context in which coping procedures are 
selected and evaluated (Manne & Zautra, 1992, Newman & Revenson, 1993).
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Outcome Appraisals
Research on patients with a variety of illnesses has found that an individual’s appraisals of their 
ability to perform a response (self-efficacy beliefs) are directly associated with positive coping 
behaviour and outcome (Grembowski, Patrick, Diehr, Durham, Beresford, Kay & Hecht, 1993, 
Cunningham, Lockwood & Cunningham, 1991). Leventhal et al (1997) consider self-efficacy 
beliefs to be incorporated in outcome appraisals. They also expand on the concept of outcome 
appraisals, preferring to label them as ‘procedures for representations’, believing that within such 
terms as outcome expectancies there is a danger of ignoring the complexity of the meaning 
attached to health-procedures. For example, they describe the role of self-efficacy beliefs in the 
performance of procedures but highlight the need to view them in combination with illness 
representations, as interactions among them can lead to interesting and unexpected outcomes. 
Such interactions have been little explored (Leventhal et al 1997).
a
Contextual Influences ott the Self-Regulation of Illness
Leventhal et al (1997) point out that illness representations do not occur in a socio-cultural 
vacuum, although socioeconomic, political and cultural factors have not been prominent in 
previous research related to the self-regulatoiy model.
Summary of the Self-regulatory model
In summary, the self-regulatory model postulates that individuals’ representations of their illness 
influence the adoption of health-related actions (procedures) which in turn influence outcome 
appraisals. Some research has supported elements of the basic self-regulatory model although the 
literature also suggests that illness representations directly influence outcome (Moss-Morris et al,
1996) and individual’s appraisals of their ability to carry out coping procedures (self-efficacy 
beliefs) influence the performance of coping procedures (Grembowski et al, 1993). Please see 
Figure 2 for a diagram of the developments to the basic model, as suggested by the above 
research.
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Illness Outcome
Representations
Coping
Procedures
Self-Efficacy
Beliefs
Figure 2: Diagram of the Suggested Developments to the Self-Regulatory Model
However, the nature of the relationship between different elements of the model, such as which 
illness representations are related to different types of coping procedures, remains relatively 
untested.
APPLICATION OF THE SELF-REGULATORY MODEL TO INDIVIDUALS WITH 
RHEUMATOID ARTHRITIS
Within the field of rheumatoid arthritis veiy few studies have examined all the various elements 
of the self-regulatory model together- that is, illness representations, coping procedures, and 
outcome appraisals - and related these to each other as well as outcome measures. Studies have 
tended to focus on one or two aspects of the model and related these to various outcome 
measures. Such research will be considered before the studies examining inter-relationships 
between self-regulatory processes are examined.
Illness Representations and Outcome in Rheumatoid Arthritis
Where the literature on illness representations and rheumatoid arthritis is insufficient, examples 
have been taken from studies of rheumatic disease:
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Identity
Pimm, Byron & Curson (1995- cited by Pimm, 1997) found that in addition to pain, patients with 
rheumatoid arthritis reported frequent fatigue, sleep difficulties, stiff/sore joints, and loss of 
strength as features of their illness.
Cause
In a study of 92 patients with rheumatoid arthritis, Affleck, Pfeiffer, Tennen & Fifield (1987a) 
found that people reported a variety of causes for their rheumatoid arthritis (heredity 34.7%, auto­
immune factor 24.4%, personal behaviour 22.8%, psychological stress 22.8%). The study 
claimed to employ a variety of reliable and valid self-report measures. Participants’ 
representations of the causes for illness were not related to functional ability or psychological 
adjustment. However, patients who were more actively searching for the causes of the illness and 
continued to ask “Why me?” reported greater functional problems and a greater sense of 
helplessness.
When investigating beliefs about the cause of symptom flares and remissions Affleck et al 
(1987a) found that attributing the cause to psychological stress was associated with low 
functional ability and psychological adjustment. Attributing the cause of flares to excessive 
physical activity was associated with low levels of helplessness; whereas attributing the cause of 
remissions to changes in medication was linked with high levels of helplessness. Affleck et al 
(1987a) suggested that attributing the cause of current disease activity to areas over which one 
has some personal control may be more adaptive.
Time-Line
Belgrave (1990) conducted a qualitative study of women with chronic illness, mainly arthritis. 
Women who perceived themselves as “ill” were thought to have a chronic time-line perspective, 
as opposed to those who perceived themselves as “basically healthy but coping with an episode of 
illness”, who'were thought to have an acute time-line perspective. It is not known whether the 
time-line perspective affected the adoption of self-management strategies, although Pimm (1997) 
suggested that people with a chronic time-line perspective would adopt more elaborate self- 
regulatory behaviours as those with an episodic time-line perspective would not see the need to 
adopt them.
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Consequences
Research suggests that the perceived consequences of rheumatic disease include limitations and 
loss of independence (Hampson Glasgow & Zeiss, 1994, Lorig, Cox, Cuevas, Kraines & Britton, 
1984, van Lankveld, van pad Bosch, van de Putte, Naring & van der Staak, 1994). For example, 
van Lankveld et al (1994) found that whilst perceptions of limitations and dependence were 
weakly related to assessments of disease activity and severity, they were also strongly related to 
measures of quality of life.
Controllability
Affleck, Tennen, Pfeiffer & Fifield (1987b) examined interrelations among various control 
appraisals, illness predictability, psychosocial adjustment, mood, and illness status in a sample of 
92 patients with rheumatoid arthritis. Using multiple regression analyses they found that 
perceiving personal control over relatively more controllable aspects of rheumatoid arthritis and 
perceiving that powerful others have control over relatively uncontrollable aspects is more 
adaptive. Perceiving greater personal control over daily symptoms was associated with better 
positive mood in people with moderate or severe rheumatoid arthritis. Perceiving greater control 
over the course of rheumatoid arthritis was associated with negative mood in people with severe 
rheumatoid arthritis.
Coping and Outcome in Rheumatoid Arthritis
Many studies investigating coping in rheumatic disease have used coping dimensions and 
instruments developed from Lazarus & Folkman’s (1984) cognitive stress model of coping 
(Pimm, 1997). Park (1994 -  cited by Pimm, 1997) points out that this general cognitive model of 
coping, in which the individual appraises both the situation with which they have to cope and 
their available coping resources, is not incompatible with the self-regulatory model of illness. 
However, Lazarus describes the stress and coping theory as best suited to the study of people’s 
responses to the daily hassles of everyday life (Lazarus, 1990 -  cited by Persson, Berglund & 
Sahlberg, 1999). Therefore, the Ways of Coping checklists, derived primarily from studies of 
how healthy subjects manage stressful events in every day life, are perhaps not the most 
appropriate way of measuring coping with a chronic disease such as rheumatoid arthritis (Persson 
et al, 1999).
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However, although most studies have used such checklist methods of assessing coping, there is 
some evidence of a relationship between coping and outcome. Use o f ‘passive’ coping strategies 
to manage pain (focusing on the pain, restricting social activities) has been found to be associated 
with poor functional ability, depressed mood (Brown, Nicassio & Wallston 1989, Keefe, Brown, 
Wallston & Caldwell, 1989) and pain (Covic, Adamson & Hough, 2000). In their extensive and 
critical review of coping with arthritis, Manne & Zautra (1992) concluded that use of passive 
coping strategies such as restricting daily activities, sleeping, wishful thinking and self-blame are 
associated with greater emotional distress. They also concluded that use of active coping 
strategies (such as maintenance of activities), although less consistently, is associated with less 
emotional distress.
When using a different method of measuring coping there is still some evidence of individual 
differences in the types of coping strategies used and the effect these have on the outcome 
measures of pain and disability. Newman, Fitzpatrick, Lamb, & Shipley (1990) examined 
patterns of coping in people with established rheumatoid arthritis. One hundred and fifty eight 
outpatients were assessed on a 36-item questionnaire in order to examine the impact of coping on 
the disability and psychological well being of individuals with this disease. The researchers used 
the London Coping with Rheumatoid Arthritis Questionnaire, which was developed from 
interviews of patients with rheumatoid arthritis and strategies suggested by health care staff, as 
well as existing Ways of Coping checklists. Other measures included the Functional Limitation 
Profile as a measure of disability, the Beck Depression Inventory (modified for use with 
rheumatoid arthritis patients) and Rosenberg’s Self-Esteem scales as measures of psychological 
well being - all of which had been standardised and used previously in studies of rheumatoid 
arthritis patients. The data from the coping questionnaire were analysed using cluster analysis 
methods, which grouped together people with similar coping patterns.
Newman et al (1990) classified people into four groups according to their pattern of responses on 
the coping questionnaire. The groups were determined in order to obtain maximum homogeneity 
within groups and maximum differences between groups using a series of hierarchical cluster 
analyses. Three hierarchical techniques were applied, and they reported that the “analysis of the 
coefficients of all three hierarchical techniques pointed to a four group solution”. However, they 
did not specify the method of their “analysis of the coefficients” or the scale of the difference
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between the analyses with regard to the number of groups and who was in which group. The 
final cluster analysis performed was a K  means iterative solution for four groups. This procedure 
was less exploratory as it forced participants into a four-group solution according to group means. 
It was also unclear how Newman et al (1990) identified the “dominant responses” for each group, 
and whether these were statistically different between groups.
Newman et al (1990) found that Group 1 (n=20) used denial, avoidance of others during episodes 
of pain, reorganising their routine and seeking emotional support from friends. Group 2 (n=105) 
had a passive pattern of coping, not strongly adopting or rejecting any coping strategy. Group 3 
(n=14) had the most active and open coping pattern as they did not use denial, wish fulfilment, 
distraction, prayer or religion, but used confronting the disease, refusing to reorganise their 
routine, engaging in physical activity and expressing feelings. Group 4 (n=19) used rest, diet, 
religion and prayer. The groups did not differ on demographic variables, laboratory, or clinical 
measures of disease, suggesting that other factors (perhaps people’s representations of their 
illness or appraisals of coping -  although these were not measured) may account for different 
patterns of coping. However, the groups did differ on the outcome measures - people in group 3 
who used ‘active’ coping strategies reported less pain, stiffness, physical disability and better, 
emotional well being. After controlling for disability, pain, stiffness and adjustment continued to 
significantly discriminate between groups. However, groups did not differ on level of depressed 
mood when disability was controlled.
More recently Murphy, Dickens, Creed & Bernstein (1999) conducted a smaller study with 62 
subjects, also using the London Coping with Rheumatoid Arthritis Questionnaire, to examine the 
relationship between coping and depression. They found that depressed patients were more likely 
to avoid people and situations and rest as much as possible, and were less likely to think that 
rheumatoid arthritis had made them into a better person. However, when controlling for 
disability, as measured by the Health Assessment Questionnaire, there were no significant 
differences in coping between depressed and non-depressed subjects. Murphy et al did not 
measure the relationship between coping and measures of outcome, other than depression. In 
addition, although Murphy et al examined illness representations, these were not analysed in 
relation to coping measures.
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Self-Efficacy and Outcome in Rheumatoid Arthritis
There is growing evidence to support the role played by self-efficacy in the self-regulation of 
rheumatic disease. Taal, Rasker, Seydel & Weigman (1993) studied 86 patients with rheumatoid 
arthritis, assessing their health problems, the problems they experience in adhering to health 
recommendations and the relationships of these problems with self-efficacy and social support. 
Health problems were measured using a Dutch version of the Arthritis Impact Measurement 
Scales. This measure has been standardised and used in previous studies of arthritis, and is 
claimed to be a reliable and valid measure of health status. However the results of this study 
should be interpreted with caution, as all the other measures were unstandardised rating scales. 
Taal et al’s main finding was that patient’s problems in adhering to health recommendations were 
related to self-efficacy expectations rather than functional incapacity, pain or other aspects of 
health status.
In a larger, longitudinal study involving 208 patients with rheumatoid arthritis, Smith et al (1991) 
examined the role of perceived competence as a mediator between rheumatoid arthritis and 
adjustment. Participants were surveyed three times at 6-month intervals concerning potential 
antecedents of adjustment (pain, psychosocial impairment, social support, and control beliefs), 
self perceived level of competence, and level of adjustment (life satisfaction and depressive 
symptomatology). The instruments used were reported to be satisfactorily reliable and valid. 
Smith et al reported that self-perceived level of competence was a mediator between rheumatoid 
arthritis and adjustment, as measured by life satisfaction and depressive symptomatology. 
Evidence from longitudinal analyses showed consistent but weaker support for the mediational 
model. It can be argued that self-perceived level of competence is a similar construct to general 
self-efficacy (Pimm, 1997).
Relationships between Illness Representations, Self-Efficacy Beliefs, Coping and Outcome
Coping as a Mediator between Illness Representations and Outcome
Much of the research on coping has examined the relationship between coping behaviour and 
pain, disability and emotional adjustment in rheumatic disease (Pimm, 1997). Little attention has 
been paid to the illness representations and appraisal processes that provide the context in which 
coping strategies are selected and evaluated (Manne & Zautra, 1992, Newman & Revenson, 
1993). However, the following studies have attempted to redress the balance.
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Hampson et al (1994) examined the personal models of 61 patients over 60 years of age with 
osteoarthritis using a structured interview. The six personal model constructs were symptoms, 
seriousness, cause, control, helpfulness of treatment, and negative feelings about treatment. It can 
be argued that some of these constructs are similar to illness representations. They found that 
when people with osteoarthritis view their illness as chronic and/or serious (similar concepts to 
the illness representations identity and consequences), and that treatments are important, the 
performance of coping behaviours is high. However, Hampson et al did not assess whether 
coping mediated the relationship between personal models and outcome.
Scharloo, Kaptein, Weinman, Hazes, Willems, Bergman & Rooijmans (1998) directly examined 
the assumption of the self-regulatory model that coping is a mediating factor between illness 
representations and outcome. Two hundred and forty-four adults with rheumatoid arthritis, 
chronic obstructive pulmonary disease or psoriasis were included in the study. Scharloo et al 
(1998) used the Utrechtse Coping List for chronic illness to measure coping and the Illness 
Perception Questionnaire to measure illness representations. Results indicated that the subset of 
seven coping scales did not make a significant contribution to the explanation of the variance on 
any of the outcome measures, although illness representations were shown to have direct effects 
on functioning that were not mediated by coping.
Self-Efficacy Beliefs, Coping and Outcome
Schiaffino, Revenson & Gibofsky (1991) conducted one of the few longitudinal studies in this 
area, examining the influence of self-efficacy beliefs on problem-solving coping, functional 
disability and psychological well-being for 101 recently diagnosed patients with rheumatoid 
arthritis. Applying problem-solving coping to symptom flares was found to mediate the 
relationship between initial self-efficacy beliefs and disability. That is, people with high self- 
efficacy beliefs were more likely to engage in problem-solving coping 1 year later, and people 
who engaged in problem solving coping were more likely to have lower functional disability. 
Problem-solving coping included four items: I thought about solutions to handle my flare, I 
gathered information, I actually did something to try to handle my flare, and I did something with 
the explicit intention of relaxing. The results of Schiaffino et al’s (1991) study should be 
interpreted with caution as, although the statistical analysis methods were rigorous, the measure
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used for self-efficacy appraisals was not specifically adapted for use with the arthritis population, 
and the measure of coping only included 11 strategies.
A subsequent study has shown a weaker relationship between self-efficacy and coping. Lefebvre, 
Keefe, Affleck, Raezer, Starr, Caldwell & Tennen (1999) studied 128 rheumatoid arthritis 
patients and found that although self-efficacy was significantly related to daily ratings of pain, 
mood, and coping efficacy, there was only a relationship between self-efficacy and one of the 
seven coping strategies. Specifically, patients who had higher levels of self-efficacy for physical 
function at the time of the initial evaluation reported lower frequency of seeking emotional 
support to cope with daily pain during the 30-day recording period prior to that evaluation. 
However, Lefebvre et al (1999) did not examine self-efficacy as a moderator between this form of 
coping strategy and any of the outcome measures.
Illness Representations, Self-Efficacy Beliefs and Outcome
Although the self-regulatory model proposes that both illness representations and appraisals of 
coping are involved in the process of self-regulation, there has only been one study by Schiaffino 
& Revenson (1992) that has investigated the effects of both these constructs together with 
rheumatoid arthritis patients. They found that the effects of three constructs, perceived control, 
causal attributions and self-efficacy beliefs differed for depression and disability. Six hypotheses 
(three mediational and three moderational) were tested with respect to two outcomes: 
psychological depression and functional disability - culminating in a total of 12 hypotheses. The 
mediation model was only accepted for one hypothesis; self-efficacy appeared to mediate the 
relationship between perceived control and disability. The moderation model was confirmed for 
four hypotheses: the interaction of causal attributions with both perceived control and perceived 
self-efficacy was critical to understanding current depression and both current and later disability. 
Specifically, when arthritis was perceived as less controllable, internal global stable attributions 
of causality were associated with greater depression. When arthritis was seen as more 
controllable, level of depression did not vary as a function of causal attributions. A different 
pattern of effects appeared for disability. Under conditions of low perceived control, disability 
decreased as more internal stable global attributions were made. Under conditions of high- 
perceived control, disability increased as more internal, stable global attributions were made.
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They suggest that these results can be understood using Leventhal’s acute/chronic time-line 
construct. Those with an acute model of rheumatoid arthritis who report significant disability, 
believe the cause is temporaiy and due to external factors, and think that something can be done 
about it, have less reason to be depressed. Although people with this acute pattern may not be 
depressed, successful management depends on adopting a chronic label, so they are unlikely to 
develop adaptive self-care behaviours. Those with a chronic model of rheumatoid arthritis who 
report significant disability see the cause of a flare as related to internal factors that are likely to 
be permanent, and think that nothing can be done about it, have more reason to be depressed. 
However, when the person is confident they can do something to help the situation they will have 
less reason to be depressed, and are more likely to develop self-care behaviours. This explanation 
has face validity, although it must be remembered that Schiaffino & Revenson (1992) did not 
measure the time-line construct of patients’ illness representations. The constructs of perceived 
control and causal attributions appear similar to illness representations, and as such Schiaffino & 
Revenson’s (1992) study indicates that there may be an interaction between illness 
representations, self-efficacy beliefs and outcome.
Summary of the Application of the Self-regulatory model to Rheumatoid Arthritis
In sum, there is evidence that illness representations, coping and self-efficacy beliefs are related 
to various outcome measures (e.g. Affleck et al, 1987a, Newman et al, 1990, Smith et al, 1991). 
There is also some evidence that certain illness representations and self-efficacy beliefs are 
related to the performance of coping behaviours (e.g. Hampson et al, 1994, Schiaffino et al, 1991) 
and that constructs similar to illness representations and self-efficacy beliefs interact to influence 
outcome (Schiaffino & Revenson, 1992). However the only study that has tested the main 
proposal of the self-regulatory model, that coping mediates the relationship between illness 
representations and outcome, contradicted it (Scharloo et al, 1998). Scharloo et al did not 
measure self-efficacy beliefs and were therefore unable to determine whether self-efficacy beliefs 
were interacting with illness representations and coping to influence outcome. For example, it is 
possible that self-efficacy beliefs moderate between illness representations and coping, and 
coping and outcome, which may explain why coping was not found to be a mediator between 
these variables.
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AIMS OF THE PRESENT STUDY
The primary aim of the study was to test the main proposal of the self-regulatory model using a 
sample of women with rheumatoid arthritis. Specifically it was hypothesised that:
Hypothsesis 1 (HI)
‘Coping partially mediates8 the relationship between illness representations and outcome. ’
The secondary aim of the present study was to examine whether self-efficacy beliefs moderate9 
the relationships between these variables. To date there have been no studies that have examined 
this hypothesis. Specifically, it was hypothesised that:
Hypothesis 2 (H2)
‘Generalised self-efficacy beliefs moderate the relationship between illness representations and 
coping. ’ Generalised self-efficacy is a person’s relatively stable belief in his or her ability to 
respond to new or difficult situations across a variety of domains and to deal with associated 
obstacles and set backs (Barlow, Williams & Wright, 1996). As such, generalised self-efficacy is 
thought to operate independently to rheumatoid arthritis.
Hypothesis 3 (H3)
‘Arthritis specific self-efficacy beliefs moderate the relationship between coping and outcome 
measures. ’ Arthritis specific self-efficacy refers to confidence in one’s ability to control and 
manage various aspects of arthritis, such as pain and fatigue (Barlow, Williams & Wright,
1997a). As such, arthritis specific self-efficacy develops subsequent to the performance of 
coping procedures that are adopted in an attempt to control such pain and fatigue. The 
hypothesised relationships are illustrated below.
8 “A given variable may be said to function as a mediator to the extent that it accounts for the relation 
between the predictor and the criterion” (Baron & Kenny, 1986, pp. 1176).
9 “A moderator is a qualitative or quantitative variable that affects the direction and/or strength of the 
relation between an independent or predictor variable and a dependent or criterion variable” (Baron & 
Kenny, 1986, pp. 1174).
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Figure 3: Hypothesised Relationships between Illness Representations, Coping Procedures, 
Generalised Self-Efficacy Beliefs, Arthritis Specific Self-Efficacy Beliefs and Outcome
METHODOLOGY
Participants
Approval for the study was obtained from North West Surrey Health Authority Ethics Committee 
(see Appendix I). The sample was drawn from a population of female patients attending three 
outpatient rheumatology clinics in the region. The area is relatively affluent, white and middle 
class.
To fit the entry criteria patients were required to have a diagnosis of rheumatoid arthritis. A total 
of 200 questionnaires were consecutively given to patients who fitted the criteria. 125 of these 
patients chose to participate in the study by returning the questionnaires. Following data 
screening procedures (described in the results section), six participants were excluded from the 
study for failing to meet the entry criteria, and 13 were excluded for having more than 10 pieces 
of missing data. The final sample consisted of 106 women with rheumatoid arthritis.
Procedure
The study was an observational cross-sectional design. Patients who attended the rheumatology 
clinic, and who were eligible to take part in the study, were given an information sheet and a 
booklet of questionnaires to be completed and returned in a prepaid envelope (see Appendix II). 
Information about clinical measures of the disease was obtained from consenting participants’ 
files by the consultant rheumatologist.
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Measures 
Outcome Measures
Psychiatric Disorder
Presence of non-psychotic psychiatric disorder (anxiety and depression) was measured using the 
General Health Questionnaire -  12 (GHQ-12, Goldberg, 1992). This instrument has satisfactory 
reliability and is claimed to be the best-validated self-administered measure for detecting 
psychiatric morbidity in a British population (Johnston, Wright & Weinman, 1995). The validity 
and reliability of the GHQ-12 is equivalent to the full version of the GHQ (GHQ-60), but it does 
not include symptoms of physical illness and as such it has been widely used in studies with 
people with chronic illness (Johnston et al, 1995).
The GHQ-12 has two scoring systems: GHQ scoring where responses score 0, 0,1, and 1 
respectively; and Likert scoring where responses score 0,1, 2, and 3 respectively. Although 
Likert scoring is more useful for comparing the degree of disorder, the GHQ scoring was chosen 
as it has a validated cut-off threshold and higher scores remain indicative of a greater probability 
of disorder. The scores range from 0-12 and the recommended cut-off threshold for psychiatric 
disorder is 3.
Physical Functioning
The modified Stanford Health Assessment Questionnaire (HAQ; Kirwan & Reeback, 1986), 
adapted for use in the UK, was used as a measure of physical functioning. Studies have shown 
that data from the HAQ are as effective as any available clinical measure in predicting functional 
disability (Pincus,.Swearingen & Wolfe, 1999) and the scale has been extensively used in studies 
of rheumatoid arthritis. The scale covers performance of daily activities including dressing, 
grooming, walking, hygiene, arising, eating and reaching.
Traditionally, the HAQ is scored by dividing the 20 items of the functional disability index (each 
assessed on a 0-3 scale) into 8 domains. The highest scores in each of the 8 domains are then 
summed and divided by 8 to derive the overall disability index of the HAQ (score range 0-3). 
Domain scores are increased to a ‘2’ if the patient indicates that they use aids/devices or receive 
help from others for that specific domain. Recently some studies have used the disability index
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without altering domain scores for aids/devices/help from others, as the traditional method of 
scoring could lead to higher scores despite improvement in function (Pincus et al, 1999). For the 
same reason, the disability index was calculated without altering the scores according to 
aids/devices/help from others in the present study.
Pain
Pain was measured using a standard 10cm horizontal Visual Analogue Scale (VAS) anchored by 
‘no pain’ and ‘pain as bad as it could be’. The VAS for pain has established reliability and 
validity (Huskisson, 1983). This method of assessing pain has been widely used in previous 
studies with this population.
Other Measures
Basic Demographic and Educational Information
The questionnaire assessed basic demographic and educational information (e.g. age, occupation, 
age at leaving school, ethnic group, and illness duration). The question regarding ethnic group 
was the same as that used in the 1991 Census of Population (HMSO, 1991).
Clinical Measures o f Disease
Clinical measures of rheumatoid arthritis included erythrocyte sedimentation rate (ESR), number 
of present second line agents (including steroids) and surgical intervention.
Illness Representations
Illness representations were assessed using the Illness Perceptions Questionnaire (IPQ - Weinman 
et al, 1996). This questionnaire is claimed to have good reliability and validity (Weinman et al, 
1996) and has been widely used in studies with people with chronic illness. The questionnaire 
was scored as described by Weinman et al.
The IPQ measures the following components: (i) Illness Identity -  a list of 12 common 
symptoms are rated as being absent (score 1) or present all the time (4). Higher scores indicate a 
perception of arthritis as causing a greater number of symptoms. Some of the symptoms listed 
are typical of arthritis (e.g., stiff joints, pain) and some are not (e.g. headaches, sore eyes), (ii) 
Timeline -  participants rate three statements relating to the perceived duration of their arthritis.
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Each of the three items is scored 1-5, with high scores indicating high-perceived duration of 
arthritis, (iii) Consequence -  participants rate seven items relating to the expected effects and 
outcome of their arthritis. Each of the seven items is scored 1-5, with high scores indicating more 
severe outcome, (iv) Controllability -  participants rate six items relating to the extent to which 
they perceive their arthritis is under control of themselves or their doctors. Each of the six items 
is scored 1-5, with high scores indicating greater perceived control over arthritis, (v) Cause -  
participants rate a list of ten possible causes of arthritis relating to personal beliefs about the 
aetiology of the illness. Each of the ten items is rated 1-5, with high scores indicating stronger or 
more etiological beliefs about the cause of the arthritis.
Generalised Self-Efficacy
The Generalised Self-efficacy Scale, modified and validated for use in people with arthritis, was 
used as a measure of perceived coping competence in response to demanding situations (Barlow 
et al, 1996). The scale is claimed to be a reliable and valid measure for use among community- 
based samples of people with arthritis (Barlow et al, 1996). It is a ten-item instrument including 
items such as ‘I can always manage to solve difficult problems if I try hard enough’ and ‘Thanks 
to my resourcefulness, I know how to handle unforeseen situations’.
Arthritis Specific Self-Efficacy
The Arthritis Specific Self-efficacy Scale was used as a measure of arthritis-specific self-efficacy 
(Barlow et al, 1997a). This is claimed to be a reliable and valid measure for use among 
community-based samples of people with rheumatoid arthritis, and it has been validated for use in 
the UK (Barlow et al, 1997a). The scale comprises two sub-scales: self-efficacy for pain (five 
items); and self-efficacy for other items (six items). Items include: ‘How certain are you that you 
can decrease your pain quite a bit?’, ‘How certain are you that you can continue most of your 
daily activities?’, and ‘How certain are you that you can regulate your activity so as to be active 
without aggravating your arthritis?’.
Coping
The coping procedures of participants were measured using the London Coping with Rheumatoid 
Arthritis Questionnaire (Newman et al, 1990). The questionnaire has 36 items and has been 
designed specifically for rheumatoid arthritis populations. It was developed from interviews with
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people with rheumatoid arthritis, existing coping checklists and specific strategies suggested by 
health care staff. Each item is scored from 1 (never) to 6 (always) according to how often a 
particular coping strategy is used. Newman et al analysed their data using cluster analysis 
methods, which grouped together people with similar coping patterns. They chose this method as 
it does not prejudge the benefit (or otherwise) of certain coping procedures, and it also considers 
the overall pattern of responses. The present study attempted to use cluster analysis methods for 
these reasons. However, as described and explained in the results section below, factor analytic 
methods were subsequently used to interpret the questionnaire.
RESULTS
Prior to analysis, variables were examined through various SPSS programs for accuracy of data 
entry, missing values, and fit between their distributions and assumptions of parametric analysis. 
Cases with more than 10 pieces of missing data were deleted listwise. Remaining cases with 
missing data were deleted pairwise. Due to typographical errors in two of the questions on the 
GHQ-12, the responses to questions 3 and 5 were not included in the analysis. The scores from 
the remaining ten questions were summed, divided by ten and multiplied by twelve to derive the 
total GHQ score.
Interpreting the London Coping with Rheumatoid Arthritis Questionnaire
Cluster analysis was used to group individual participants according to their responses on the 
London Coping with Rheumatoid Arthritis Questionnaire. Individuals’ responses to all 36 items 
of the questionnaire were considered. Four hierarchical techniques were applied. These were 
complete linkage (furthest neighbour), single linkage (nearest neighbour), between groups and 
within groups. In order to determine the stability of the groupings the dendograms and 
agglomeration schedule coefficients of the four hierarchical techniques were compared as 
recommended by Johnson & Wichem (1998). The dendograms showed that the groupings 
changed according to the method of analysis. The agglomeration schedule coefficients did not 
show clear discontinuity when groups were formed. As the results of the hierarchical cluster 
analyses did not yield a clear solution, it was not considered justified to use them in further 
analysis.
Factor analysis was used to identify subsets of coping strategies thought to reflect underlying 
processes (Tabachnick & Fidell, 1996). The extraction method was principal components
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analysis and the rotation method was Oblimin. The Oblimin rotation method was chosen as it 
allowed factors to be correlated with each other, and there was no reason to consider that the 
factors would definitely not be inter-correlated. The number of factors selected was based on 
Kaiser’s criterion and the interpretability of the factors. The pattern matrix for the factor analysis 
is shown in Table 1 below.
Table 1: Pattern Matrix for Factor Analysis Identifying Seven Subsets of Coping Strategies 
Loadings greater than 0.35 are shown in bold.
Coping Procedure FI FH FH I FIV FV FVI FVII
Active and Information Seeking
T try to find as much information as 0.81 0.05 0.03 0.04 -0.13 0.14 0.02
possible’
‘I try to read books or articles about 0.80 0.05 -0.01 0.11 -0.13 0.12 -0.04
my illness’
‘I ask questions of my doctor about 0.70 0.16 -0.08 -0.09 0.18 0.05 0.00
the illness’
‘I walk as much as I can in order to 0.56 -0.07 0.37 -0.09 0.05 -0.05 -0.01
stay active’
T try to stay as active as possible’ 0.44 -0.27 0.18 0.17 -0.04 -0.18 0.06
T try to exercise the joints as much 0.40 -0.17 0.19 -0.18 -0.23 -0.00 -0.09
as possible’
‘I try to become involved in as many 0.33 -0.15 0.17 -0.04 -0.28 -0.15 0.16
activities as possible to take my 
mind off the problems of the disease’
Avoidant and Resigned
‘I take the view that there is veiy -0.03 0.75 0.05 0.00 0.07 -0.02 -0.08
little anyone can do about the
disease’
‘I find myself wishing that I never 0.09 0.64 0.04 0.04 -0.07 -0.06 0.20
had arthritis’
‘My arthritis can make me self- -0.01 0.60 -0.01 0.02 -0.16 0.18 -0.08
conscious, so that I avoid people’
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‘When I’m in pain I prefer to be 0.01 0.60 0.12 -0.22 0.05 0.31
alone’
‘I try to avoid situations where my 0.03 0.43 0.14 0.00 -0.21 0.18
arthritis would become evident’
Cognitive Strategies and 
Internalising
‘I tell myself that the pain doesn’t 0.05 0.15 0.70 -0.05 0.11 0.05
really hurt’
‘I tell myself not to think about my -0.02 0.17 0.70 0.09 -0.00 -0.16
arthritis’
‘I try to ignore the problem by 0.14 -0.02 0.61 -0.01 0.07 0.02
looking at the good things in life’
‘I tell myself that my arthritis is not 0.01 -0.29 0.57 -0.20 0.02 -0.17
really that bad’
‘I keep my pain to myself,so few of -0.07 -0.05 0.51 0.17 -0.09 0.28
my friends know I’m in pain’
‘I keep any worries I may have to -0.11 0.12 0.50 0.04 0.01 0.14
myself
Faith
‘I pray to God for relief from the -0.00 0.28 -0.09 -0.87 -0.08 -0.20
arthritis’
‘Having rheumatoid arthritis has -0.05 -0.26 0.08 -0.85 -0.02 0.14
helped me to find new faith or some 
important truth about my life’
‘I pray to God that the pain will get 0.14 0.41 -0.05 -0.70 -0.04 -0.26
better someday’
Diet
‘There are some things I avoid eating -0.06 0.02 -0.12 0.08 -0.83 -0.00
or drinking because of my arthritis’
‘There are some special things I buy -0.03 0.04 0.06 0.13 -0.79 -0.01
to eat or drink because of my
arthritis’
‘I try to keep my weight down 0.01 0.08 -0.11 -0.18 -0.68 -0.07
-0.17
0.18
-0.08
0.01
0.06
0.07
-0.49
-0.44
0.07
0.01
0.04
0.07
0.05
-0.27
Major Research Project 222
because of my arthritis’ 
Rest
‘I try to rest as much as possible’ 0.04 0.08 0.03 0.03 0.02 0.80 0.06
‘Resting at times during the day 
helps me cope’
Emotional Expression
0.20 0.01 -0.10 0.02 -0.09 0.75 -0.01
‘I find talking with friends and 
family about the problem helpful’
0.54 0.03 -0.20 -0.05 0.21 0.06 0.50
‘I find it easier to cope with my 
arthritis by expressing my feelings 
outwardly’
0.14 -0.17 -0.09 -0.11 0.02 0.00 0.77
‘When it gets bad I find myself 
taking it out on others’
-0.19 0.36 0.26 -0.02 -0.09 0.07 0.56
‘If other people are sympathetic it 
helps me cope’
0.13 -0.07 -0.06 -0.08 -2.00 0.13 0.47
Cronbach’s Alpha analyses were used to investigate the internal reliability of the additive sub­
scales based on items loading highly on the factors. Items were deleted where the ‘Alpha if Item 
Deleted’ exceeded the Alpha value. The Alpha values for each factor are as follows:- active and 
information seeking (FI), a=.77; avoidant and resigned (FII), a= .71; cognitive strategies and 
internalising (Fill), oc=.72; faith (FIV), a=.80; diet (FV), a=.73; rest (FVI), a= .67; and emotional 
expression (FVII), a=.61.
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Demographic Information
Participants’ characteristics are presented in Table 2 below. 
Table 2: Participant Characteristics
Variable Mean Percentage Standard
Deviation
Range
Age (yrs): 58.4 - • 12.6 27-86
Ethnicity: White (%): - 98 - -
Chinese (%): - 1 - -
Indian (%): 1 -
Employment: Skilled (%): - 21.7 - -
Semi-skilled (%): - 40.6 - -
Unskilled (%): - 37.7 - ■ . -
Age at Leaving School (yrs): 15.9 - 1.4 14-19
Duration of disease (yrs): - 17.5 11.7 0.5-58
Rheumatoid Factor: Positive (%) - 79.8 - -
Negative (%) 
Erythrocyte Sedimentation
- 20.2 - -
Rate(ESR): 
Number of Present
32.5 - 20.7 4-110
Second Line Agents: 
Number of Total Second
1.4 - 0.8 0-3
Line Agents: 3 - 1.6 0-8
Surgical Intervention Yes (%): - 46.5 - -
No (%): - 53.5 -
Disability Index HAQ: 1.34 - 0.6 0-3
Pain: 5.1 2.7 1-10
GHQ (Adjusted): 2.9 - 3.3 0-12
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Relationships between Illness Representations, Coping Procedures, Outcome and Clinical 
Measures of the Disease
Due to the number of correlations being performed, a Bonferroni correction was applied to reduce 
the possibility of a  Type I error, so that the null hypothesis was rejected if p=<0.0002. Please see 
Appendix III for the correlation matrix.
Illness Representations and Outcome
Symptom identity was positively correlated with psychiatric morbidity (r=.46, p~0), disability 
(r=.60, p~0), and pain (r=.38, p~0). Perceiving the illness to be long term was positively 
correlated with disability (r=.34, p~0). Perceiving the illness to have serious consequences was 
positively correlated with psychiatric morbidity (r=.41, p~0) and disability (r=.48, p~0). 
Perceiving the illness to be controllable was negatively correlated with pain (r=-.35, p~0).
Illness Representations and Clinical Measures o f the Disease
There were no significant relationships between any of the illness representations and clinical 
measures of the disease (erythrocyte sedimentation rate, surgery and the number of present 
second line agents).
Clinical measures of the Disease and Outcome
There were no significant relationships between any of the clinical measures of the disease and 
any of the outcome measures.
Coping and Outcome
Avoidant and resigned coping was positively correlated with psychiatric morbidity (r=.38, p~0), 
disability (r=34, p~0).
Results of Hypothesis 1
‘Coping partially mediates the relationship between illness representations and outcome 
measures. ’ In order to establish that mediation exists between illness representations and coping 
procedures in relation to outcome measures, Baron & Kenny (1986) recommend the calculation 
of the following three regression equations. Firstly, the mediator was regressed on to the 
independent variable; secondly, the dependent variable was regressed on the independent
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variable; and thirdly, the dependent variable was regressed on both the independent variable and 
the mediator.
The following conditions must be met if a mediational relationship exists:
1. The independent/predictor variable must be related to the potential mediator in the first 
equation.
2. The independent/predictor variable must be related to the dependent/outcome variable in the 
second equation.
3. The potential mediator must be related to the dependent/outcome variable in the third 
equation.
4. The effect of the independent/predictor variable must be less in the third equation than in the 
second.
The correlation between illness representations and coping procedures (first equation) and illness 
representations and outcome measures (second equation) was examined. An arbitrary cut-off 
point of r=0.3 was implemented so that only those variables that explained at least 9% of the 
variance were included in further analyses. After applying this cut-off criterion, there were no 
significant relationships between any of the illness representations and the coping procedures of 
faith, rest, active and information seeking, and diet. Please see Appendix III for the correlation 
coefficients.
In the third equation, multiple regression analyses revealed two instances where the third 
condition of mediation was met, as can be seen in Table 3 below. The Standardised Beta weights 
of the independent variable were compared between the second and third equation to check that 
the fourth condition of mediation was also satisfied.
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Table 3: Multiple Regression Analyses Testing the Third Condition of Mediation
Variable:
1 Dependent Variable
2 Independent Variable
3 Potential Mediator
Adjusted 
R Squared
F Standardised
Beta
p value
1) Disability:
2) Symptom Identity - - 0.54 0.000
3) Avoidant and Resigned - - 0.17 0.052
*Total equation: 0.37 29.28 - - .
1) Disability:
2) Perceived Consequences - 0.45 0.000
3) Avoidant and Resigned - - . 0.10 0.348
Total equation: 0.25 16.39 - -
1) Disability:
2) Perceived Consequences 0.51 0.000
3) Emotional Expression - - 0.01 0.839
Total equation: 0.24 15.54 - -
1) Pain:
2) Symptom Identity - 0.34 0.001
3) Avoidant and Resigned - - 0.151 0.135
Total equation: 0.151 9.47 - -
1) Pain:
2) Perceived Controllability -0.26 0.023
3) Avoidant and Resigned - - 0.12 0.28
Total equation: 0.09 6.02 - - •
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1) Psychiatric Morbidity:
2) Symptom Identity 0.37 0.000
3) Avoidant and Resigned - 0.29 0.002
* Total equation: 0.27 19.22 - -
1) Psychiatric Morbidity:
2) Perceived Consequences - - 0.29 0.01
3) Avoidant and Resigned - - 0.20 0.07
Total equation: 1 0.17 11.41 - -
1) Psychiatric Morbidity:
2) Perceived Consequences - - 0.38 0.000
3) Emotional Expression - - 0.05 0.59
Total equation: 0.14 8.95 - ■ -
* Indicates the equations for which the third condition of mediation was met
Hypothesis 1: Summary o f Results
The hypothesis that coping partially mediates the relationship between illness representation and 
outcome was accepted for the following variables as they met the four criteria for mediation:
• Avoidant and resigned coping partially mediated the relationship between symptom identity 
and disability.
• Avoidant and resigned coping partially mediated the relationship between symptom identity 
and psychiatric morbidity.
The hypothesis was rejected for the remaining variables.
Results of Hypothesis 2
‘Generalised self-efficacy beliefs moderate the relationship between illness representations and 
coping. ' Generalised self-efficacy scores were dichotomised into a high and low category
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according to the median value (30). As described in Baron & Kenny (1986) the typical way to 
measure this type of moderator effect is to correlate illness representations with coping 
procedures separately for high and low generalised self-efficacy, and to test the difference 
between the correlation coefficients. The results of these correlations can be seen in Appendix 
IV.
Generalised self-efficacy (gse) was not found to significantly (p=0.01) moderate the relationship 
between any of the illness representations and coping procedures.
Hypothesis 2: Summary o f Results
The hypothesis that generalised self-efficacy beliefs moderate the relationship between illness 
representations and coping was rejected.
Results of Hypothesis 3
‘Arthritis specific self-efficacy beliefs moderate the relationship between coping and outcome 
measures. ’ Arthritis specific self-efficacy scores were dichotomised into high arid low categories 
according to the median value (62). As described in Baron & Kenny (1986) the typical way to 
measure this type of moderator effect is to correlate coping procedures with outcome measures 
separately for high and low arthritis self-efficacy, and to test the difference between correlation 
coefficients.. The results of these correlations can be seen in Appendix V.
Arthritis specific self-efficacy (ase) was found to moderate between rest and pain, as there was a 
significant difference between the coefficients (low ase r= -0.223, high ase r=0.226, z=-2.446, 
p=<0.01). However, neither correlation was significantly different from zero, making the nature 
of the moderational relationship a weak one. Under conditions of low arthritis specific self- 
efficacy there was a non-significant negative relationship between rest and pain. Under 
conditions of high arthritis specific self-efficacy there was a non-significant positive relationship 
between rest and pain.
Hypothesis 3: Summary o f Results
Arthritis specific self-efficacy was found to weakly moderate the relationship between rest and 
pain. The hypothesis was rejected for the remaining variables.
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DISCUSSION
Findings in Support of the Self-Regulatory Model
Strong Relationship between Illness Representations and Outcome
Four of the five illness representations measured were significantly correlated with at least one of 
the outcome measures. The strong relationship between illness representations and outcome 
supports the findings of similar research in the field of rheumatoid arthritis and other forms of 
chronic illness (e.g Scharloo et al, 1998, Moss-Morris et al, 1996). One explanation for the 
strong link between illness representations and outcome is that individuals’ perceptions are an 
accurate reflection of the nature of the illness. Therefore those with more negative illness 
representations would be expected to be in greater pain, have higher levels of disability and suffer 
increased psychiatric morbidity because their illness was more active and severe. However, this 
explanation is contradicted by the findings of many studies, including the present one, which have 
shown poor relationships between objective measures of disease activity/severity and outcome 
(e.g. Dekker et al, 1992, Summers et al, 1988). In addition, this study found that there was no 
significant correlation between clinical measures of disease activity/severity and illness 
representations, which might suggest that individuals’ representations of the illness are not simply 
a reflection of the current status of the illness.
Another explanation for the link between illness representations and outcome is that illness 
representations lead to the performance of certain coping procedures, which in turn influence 
outcome. This explanation would be consistent with the self-regulatory model, but it is not 
supported by the results of this study, as most illness representations were not strongly related to 
coping procedures and most coping procedures were not strongly related to outcome. Similarly, 
Scharloo et al (1998) found no evidence to support the claim that coping is a mediating factor 
between illness representations and outcome. An alternative, and more straightforward, 
explanation for the consistently demonstrated link between illness representations and certain 
outcome measures is that the negative perceptions of the illness result in greater depression, pain 
and disability.
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Mediational Role of Avoidant and Resigned Coping
One of the main claims of the self-regulatory literature, that coping acts as a partial mediator 
between illness representations and outcome, was examined. The results only supported the 
mediational hypothesis for one of the coping procedures, avoidant and resigned coping, which 
was found to partially mediate the relationship between symptom identity and the outcome 
measures of disability and psychiatric morbidity. It is possible that focusing on the symptoms of 
the illness makes people feel more self-conscious and different, whereby they engage in more 
avoidant and resigned forms of coping that result in social isolation and reduced levels of 
enjoyable activity, thus impacting negatively on outcome.
Findings That Contradict the Self-Regulatory Model
Weak Relationship between Illness Representations and Coping Procedures
Many combinations of illness representations and coping procedures were excluded for failing to 
meet the first criteria of mediation. At the outset of this study it was hypothesised that a weak 
relationship between illness representations and coping procedures may be due to the moderating 
effect of generalised self-efficacy beliefs. However, no such moderating relationships were 
found. If there were indeed weak relationships between illness representations and coping 
procedures, this would contradict one of the fundamental claims of the self-regulatory model.
One explanation for the lack of the relationship may be that the self-regulatory model is 
inaccurate, such that coping procedures are not influenced by illness representations. However, 
this study needs to be seen in the context of previous research into the self-regulatory model. The 
early model was based on research that showed the presence of an action plan alone was 
ineffective as it also required a fear message to motivate performance (Leventhal, 1970 -  cited by 
Leventhal et al, 1997). Leventhal interpreted these and other findings as evidence that the action 
plan generated a procedure that converted a belief about threat into action, but it did not motivate 
performance (Leventhal et al, 1997). The idea that something else was motivating performance 
led Leventhal to consider the role of cognitive representations. Despite this being fundamental to 
the credence of Leventhal’s model, very few studies have since examined the relationship 
between illness representations and coping procedures (Leventhal et al, 1997).
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Within the field of arthritis, Hampson et al (1994) examined the link between the personal models 
of 61 patients with osteoarthritis and coping procedures. They found participants with higher 
scores on symptoms and seriousness (similar concepts to the illness representations of symptom 
identity and consequences) reported higher levels of self-management. Hampson has also 
assessed all five components of illness representation and explicitly linked this to self­
management behaviours within the field of diabetes (Hampson et al, 1990, Hampson et al, 1995). 
These studies found that beliefs about treatment and beliefs about seriousness were most strongly 
associated with self-management. In patients with chronic fatigue syndrome, symptom identity, 
serious consequences and time-line have been found to be positively associated with 
disengagement strategies, such as avoiding thinking about or dealing with the problem, and 
negatively associated with limiting coping strategies such as reducing stress and reducing 
exercise (Moss-Morris, 1997). Patients who believed they had some control over the illness used 
more active ways of dealing with the illness including limiting of activity and stress.
The findings of research from other fields would therefore suggest that there is preliminary 
support for the main proposal of the self-regulatory model. It is possible that the failure of this 
study to find a strong relationship between illness representations and coping was due to 
limitations in the measure used to assess coping. The London Coping with Rheumatoid Arthritis 
Questionnaire was chosen for use in this study because it is one of the few coping measures that 
has been specifically designed for use with the rheumatoid arthritis population. It also assesses a 
broad range of coping procedures compared to those measures that focus on self-management 
behaviours (e.g. Summary of Arthritis Management Methods, Hampson, Glasgow, Zeiss, 
Birskowich, Foster & Lines, 1993). However, the measure is not adequately specific and this 
may have distorted the relationship between illness representations and coping. For example, rest 
could be a positive coping strategy in the context of pacing activity, whilst in other circumstances 
it could be the result of an excessive and damaging burst of activity.
Weak Relationship between Coping Procedures and Outcome
It was anticipated that it would be possible to identify coping procedures that are related to 
positive as well as negative outcome. The clinical utility of this would have been to focus 
treatment on increasing helpful coping procedures, rather than focusing treatment on what people 
are “doing wrong”. For example, it was hoped to replicate Newman et al’s (1990) study where 
the use of active coping strategies, such as maintenance of activities, was associated with less
Major Research Project 232
emotional distress, pain, stiffness and disability, and to additionally determine which illness 
representations were associated with this form of coping. However, all but one of the coping 
procedures were not significantly related to outcome in this study. At the outset of this study it 
was hypothesised that such a lack of a relationship between coping procedures and outcome may 
be due to the moderating effect of arthritis specific self-efficacy beliefs. However, no strong 
moderating relationships were found. This lack of association again contradicts one of the 
fundamental claims of the recent self-regulatory literature.
The limitations of the London Coping with Rheumatoid Arthritis Questionnaire might be an 
explanation for the weak relationship. However, another explanation for the lack of relationship 
may be that there is no relationship between coping and outcome in rheumatoid arthritis. The 
condition remains progressive and incurable with an uncertain prognosis, and the application of 
self-management strategies does not lead to an automatic improvement in the same way as would 
be expected in other forms of chronic illness (such as a reduction in symptoms of hypoglycaemia 
following insulin injection). The fact that this study did not replicate Newman’s findings is not 
incongruous with other rheumatoid arthritis literature where an association between active coping 
strategies and better outcome has been less consistently observed (Pimm, 1997). In addition, the 
tendency for most individuals with rheumatoid arthritis to adopt a range of all of the coping 
procedures (Newman et al, 1990) may ‘dilute’ the effect of those procedures that are correlated 
with positive outcome. Controlled empirical studies are needed to determine whether certain 
coping procedures do indeed lead to more positive outcome. So far research in this field is 
restricted to the influence of self-management techniques on self-efficacy and positive affect (e.g. 
Barlow, Williams & Wright, 1997b).
Other Limitations of the Present Study
As the design of the study was cross-sectional it was not possible to determine the direction of 
causality in the relationships between illness representations, coping procedures, self-efficacy 
beliefs and outcome. Within the field of rheumatoid arthritis, experimental or longitudinal 
studies are much needed in order to examine the direction of causality in the relationships 
between self-regulatory variables. For example, if illness representations were targeted for 
change in a controlled treatment trial, it would be possible to detect the influence of such changes 
on coping procedures and outcome. This would also show whether illness representations were 
open to change, and whether such change could have a positive effect. However, as Leventhal
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proposes that self-regulation is a dynamic process, it is unlikely that the relationship is 
unidirectional. Therefore, longitudinal studies would also be needed to show how illness 
representations, appraisals and coping procedures interact and change over time during the 
adaptation to an unpredictable and progressive rheumatic disease (Pimm, 1997).
Although focus has been given to the limitations of the London Coping with Rheumatoid 
Arthritis Questionnaire, it is likely that all of the measures in this study contain high proportions 
of measurement error. In addition, due to the self-report nature of the study, data were subject to 
reporting biases such as social desirability (Breakwell, Hammond & Fife-Schaw, 2000). Future 
studies might therefore consider the use of objective measures including data from direct 
observations and from other informants, such as family members. However, it would not be 
possible to objectively measure latent mental constructs, such as illness representations.
A further limitation of this study was that the efficacy of the GHQ-12 as a measure of psychiatric 
morbidity was slightly reduced by the omission of two of the twelve questions in the analysis.
This study is also open to the criticism levied by Hampson (1997) towards most of the current 
research into the Leventhal framework, as it does not separately assess the emotional component 
of the model. However, in his recent work Leventhal makes less distinction between coping 
procedures and emotional response - rather emotional response is seen as a coping procedure in 
itself (Leventhal et al, 1997). Further research is needed to establish the role of the emotional 
processes and dysfunctional cognitive schema (associated with depressive symptomatology) that 
provide the setting conditions in which illness representations are chosen.
Leventhal et al (1997) highlight the fact that illness representations do not occur in a socio­
cultural vacuum, although this and other studies have not assessed the socioeconomic, political 
and cultural factors that influence the self-regulation of rheumatoid arthritis. For example, it is 
unclear to what extent the advice of medical practitioners that is available in the socio-political 
context (e.g. weekly/monthly/yearly clinic) impacts how people perceive their illness.
Clinical Application of the Findings
Despite the large number of studies, including the present one, that have found such a strong 
relationship between illness representations and outcome, illness representations are not being
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directly addressed in many clinical settings, where historically the focus has been given to ways 
of coping and self-efficacy. If interventions aimed at identifying and altering unhelpful illness 
representations were devised, their implementation could result in more positive outcomes. For 
example, with regards to symptom identity, one approach may be to educate people concerning 
symptoms they experience that may not be directly caused by rheumatoid arthritis (e.g. 
headaches).
The finding that avoidant and resigned coping has a mediational role and is strongly related to 
outcome is also of clinical utility. This form of coping can be seen as similar to passive coping, 
and many studies have shown that passive coping is associated with worse outcome, such as 
greater emotional distress (Manne & Zautra, 1992), and pain (Covic et al, 2000). However, the 
definition of ‘passive coping’ in the literature ranges from ‘the degree of external control the 
individual relies on’, to a combination of strategies including sleeping, self-blame, wishful 
thinking, and restriction of daily activities. Avoidant and resigned coping is more specific than 
many of the definitions of passive coping and is therefore more clinically useful, as it should be 
easier to identify. It is particularly important to those working in the field of rheumatoid arthritis, 
as it is a tangible behaviour with which to begin psychological work. Treatment programmes 
could focus on the identification of such forms of coping as a “way in”, before proceeding to 
address the illness representations that may be responsible for the selection and use of such 
coping procedures. For example, helping people to identify why they avoid situations, and the 
effects of coping in this way, may relate better to people’s own experiences than general 
education aimed at altering illness representations. Currently, it would be within the scope of 
many psychologists working within the field to examine the role of avoidance, and to set up 
behavioural experiments as a way of challenging unhelpful illness representations that may result 
in such forms of coping.
This was the first study to explore the role of generalised self-efficacy beliefs and arthritis 
specific self-efficacy beliefs as potential moderators, therefore providing unique information. 
Widely used psycho-educational treatment programmes, such as the Arthritis Self-Management 
Programme, aim to teach alternative coping procedures including exercise and relaxation and to 
improve arthritis specific self-efficacy (Lorig, Seleznick, Lubeck, Ung, Chastain & Holman, 
1989b). Such training would seem to be beneficial given that changes in self-efficacy have been 
found to be strongly related to changes in health status (Lorig et al, 1989b). However, the results
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of this study showed that generalised self-efficacy did not moderate the relationships between 
illness representations and coping procedures, and arthritis specific self-efficacy did not moderate 
the relationship between coping procedures and outcome, although a weak moderating 
relationship was found between rest and pain. This would suggest that self-efficacy does not 
appear to have any great influence on the main self-regulatory relationships. Therefore, self- 
efficacy training alone would not be expected to have any significant impact on the relationship 
between illness representations and coping procedures, or on the relationship between coping 
procedures and outcome. This further highlights the need to develop interventions that are 
directly aimed at the main self-regulatory variables, particularly illness representations, as these 
appear to be strongly related to the outcome of the disease.
The finding that there was no significant correlation between clinical measures of disease 
activity/severity and illness representations is of interest to rheumatologists as it implies that 
traditional methods of measuring disease activity and severity have little connection with patients 
own experiences or perception of their illness.
As the cluster analyses revealed that there were no distinct coping groups on the London Coping 
with Rheumatoid Arthritis Questionnaire, factor analysis was used to identify subsets of coping 
procedures as an alternative method of analysis. Although Leventhal et al (1997) are highly 
critical o f factor analytic approaches, they make their criticism against identifying such 
procedures as by-pass surgery and taking a flu shot as part of the same underlying process of 
problem-based coping. However, in this study, only procedures for the same illness were 
considered. In addition, the factor analysis identified the London Coping With Rheumatoid 
Arthritis Questionnaire to have seven reasonably coherent coping processes, each with adequate 
internal reliability. In order to examine the stability of these factors, research is needed using a 
factor analytic approach in order to interpret the London Coping with Rheumatoid Arthritis 
Questionnaire with larger samples and different populations. If the same or similar factors 
emerged, and were related to other variables (e.g. outcome), the questionnaire would have more 
clinical utility than at present, as it is not possible to score an individual questionnaire using 
cluster analysis.
However, if future studies showed that the factor analytic approach does not yield meaningful 
results, further research would be urgently needed to develop a sufficiently specific, sensitive and
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psychometrically sound coping measure that is applicable to rheumatoid arthritis. Such a tool 
would have utility in assessment and in the evaluation of treatment, as well as for research 
purposes. It might be helpful for researchers to draw from transactional literature where it has 
been suggested that ‘there must be shift in emphasis from what the individual does to what the 
behaviours do (psychologically) for the individual’ (Cox & Ferguson, 1991, p.22 -cited by 
Ferguson & Cox, 1997).
CONCLUSION
The results of the present study confirmed the findings of similar research in the field of chronic 
illness, as there was a strong relationship between illness representations and outcome. These 
findings also support those of similar studies where certain coping procedures (in this case, 
avoidant and resigned coping) are related to poorer outcome. One of the main claims of the self- 
regulatory model, that coping acts as a partial mediator between illness representations and 
outcome, was examined. The results supported the partial mediation hypothesis for one of the 
seven coping procedures (avoidant and resigned coping), which was found to mediate the 
relationship between symptom identity and the outcome measures of disability and psychiatric 
morbidity. Many combinations of illness representations and coping procedures were excluded 
for failing to meet the first criteria of mediation. It was hypothesised that such a weak 
relationship between illness representations and coping procedures may be due to the moderating 
effect of generalised self-efficacy beliefs. However, no moderational relationships were found 
between illness representations and coping procedures. It was also hypothesised that the weak ' 
relationship between most of the coping procedures and outcome may be strengthened by the 
moderating effect of arthritis specific self-efficacy, although no strong moderating relationships 
were found.
Overall, the results of this study provided some support for the claims of the self-regulatoiy 
model, although this was by no means substantive and future research is needed to overcome the 
limitations of this study. The finding that illness representations are strongly related to certain 
outcome measures highlighted the potential clinical utility of interventions aimed at altering those 
illness representations that are related to poor outcome. This study also highlighted the likely 
importance of focusing treatment on avoidant and resigned coping, as it was strongly related to 
both illness representations and outcome measures.
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APPENDIX II -  INFORMATION SHEET AND QUESTION AIRE
INFORMATION SHEET
We would like to ask for your help in a research study that is looking at how people with 
rheumatoid arthritis cope with their illness and what their beliefs are about it. This is an area that 
has not yet been adequately researched. It is hoped that by obtaining the views of people with 
rheumatoid arthritis, we will be more able to understand the impact of the illness and develop 
more supportive and effective treatment programmes.
If you would like to participate in this study, you can consent by completing the booklet of 
questionnaires overleaf and returning it in the stamped addressed envelope provided. Filling in 
the questionnaires will take 20-30 minutes. If you consent to participate in the study by returning 
your questionnaire booklet, Dr Mark Lloyd will be responsible for obtaining information about 
the activity of your rheumatoid arthritis from your hospital notes.
Please be assured that all your responses and any other information will be kept strictly 
confidential. Completed questionnaire booklets will only be accessible to the people conducting 
this research. Any information recorded in another format (e.g. computer data file) will be made 
completely anonymous in accordance with the Data Protection Act (1984).
The questionnaire booklet is divided into questions about:
• how you have been feeling over the past few weeks
• how you view your rheumatoid arthritis
• how you feel able to manage various aspects of your arthritis
• how you feel able to manage a variety of other situations
• how you cope with problems associated with your rheumatoid arthritis
• how your rheumatoid arthritis affects your ability to function in every day life
Finally, the booklet asks you for a few brief personal details, such as your age, and asks whether 
you give your consent to your general practitioner being informed that you have participated in 
the study.
Participation is entirely voluntary and if you do not wish to participate, this will in no way affect 
any care you are currently receiving. If you choose not to participate you are free to do so, by 
simply not returning the questionnaire booklet. If you choose not to return the questionnaire 
booklet, your general practitioner will not be contacted and information about the activity of your 
rheumatoid arthritis will not be obtained from your hospital notes.
Thank you for taking the time to read through this information.
Dr Mark Lloyd and Alexandra Carlisle
Ethical approval for this research has been obtained from the Local Research Ethics Committee.
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QUESTIONNAIRE BOOKLET
G.H.Q.-12
We should like to know if you have any medical complaints, and how your health has been in general, 
over the past few weeks. Please answer ALL the questions simply by ticking (>0 the answer which you 
think most nearly applies to you. Remember that we want to know about present and recent complaints, 
not those you had in the past.
Have you recently
GHl Been able to concentrate on Better than Same as usual Less than usual Much less than
whatever you are doing usual usual□ □ □ □
GH2 Lost much sleep over worry Not at all No more than Rather more Much more
usual than usual than usual□ □ □ □
GH3 Felt you are playing a useful No more than Same as usual Less than usual Much less than
part in things usual usual□ □ □ □
GH4 Felt capable of making More than usual Same as usual Less than usual Much less than
decisions about things usual□ □ □ □
GH5 Felt constantly under strain Not at all Same as usual Less than usual Much less than
usual□ □ □ □
GH6 Felt you couldn't overcome Not at all No more than Rather more Much more
your difficulties usual than usual than usual□ □ □ □
GH7 Been able to enjoy your normal More than usual Same as usual Less than usual Much less than
day to day activities usual□ □ □ □
GH8 Been able to face up to your More than usual Same as usual Less than usual Much less than
problems usualo □ □ □
GH9 Been feeling unhappy and Not at all No more than Rather more Much more
depressed usual than usual than usual
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□ □ □ □
GH10 Been losing confidence in Not at all No more than Rather more Much more
yourself usual than usual than usual□ □ □ □
GH11 Been thinking of yourself as a Not at all No more than Rather more Much more
worthless person usual than usual than usual□ □ □ □
GH12 Been feeling reasonably happy More than usual About same as Less than usual. Much less than
all things considered usual usual□ □ □ □
I.P.Q.
Your views about your arthritis. Please tick how often you experience the following symptoms as part of  
your arthritis.
Symptom All the time Frequently Occasionally Never
Pain
□ □ □ □
Nausea
□ □ □ □
Breathlessness
□ □ □ □
Weight Loss
□ □ □ □
Fatigue
□ □ □ □
Stiff Joints
□ □ □ □
Sore Eyes
□ □ □ □  .
Headaches
□ □ □ □
Upset Stomach
□ □ □ □
Sleep Difficulties
□ □ □ □
Dizziness
□ □ □ □
Loss of Strength
□ □ □ □
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We are interested in your own personal views of how you now see your arthritis. Please indicate how 
much you agree or disagree with the following statements about your arthritis.
Views about your arthritis Strongly Agree Neither agree Disagree Strongly
agree nor disagree disagree
IP1 A germ or virus caused my arthritis □ o □ o □
IP2 Diet played a major role in causing 
my arthritis □ □ □ □ □
IP3 Pollution of the environment caused 
my arthritis □ □ □ □ □
IP4 My arthritis is hereditary - it runs in 
my family □ □ □ □ □
IP5 It was just by chance that I became 
ill □ □ □ □ □
IP6 Stress was a major factor in causing 
my arthritis □ □ □ □ □
IP7 My arthritis is largely due to my 
own behaviour □ □ □ □ □
IP8 Other people played a large role in 
causing my arthritis □ □ □ □ □
IP9 My arthritis was caused by poor 
medical care in the past □ a a □ □
IP10 My state of mind played a major 
part in causing my arthritis □ □ a □ □
IP11 My arthritis will last a short time □ □ □ □ □
IP12 My arthritis is likely to be 
permanent rather than temporary □ □ □ □ □
IPO My arthritis will last for a long time □ □ □ □ □
IP14 My arthritis is a serious condition □ □ □ □ □
IP15 My arthritis has had major 
consequences on my life □ □ □ □ □
IP16 My arthritis has become easier to 
live with □ □ □ □ □
IP17 My arthritis has not had much 
effect on my life a □ a □ □
IPI8 My arthritis has strongly affected 
the way others see me □ □ o □ □
IP19 My arthritis has serious economic 
and financial consequences a □ D □ □
IP20 My arthritis has strongly affected 
the way I see myself as a person D □ D □ □
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Views about your arthritis Strongly Agree Neither agree Disagree Strongly
(continued) agree nor disagree disagree
IP21 My arthritis will improve in time □ □ □ □ □
IP22 There is a lot which I can do to 
control my symptoms □ □ □ □ □
IP23 There is very little that can be done 
to improve my arthritis □ □ □ □ □
IP24 My treatment will be effective in 
curing my arthritis □ □ □ □ □
IP25 Recovery from my arthritis is
largely dependent on chance or fate □ □ □ □ □
IP26 What I do can determine whether 
my arthritis gets better or worse □ □ □ □ □
A .S .E .
Please answer ALL the questions simply be ticking { / )  the appropriate box. 
Each item is scored on a scale of 1 (very uncertain) to 10 (very certain)
How certain are you that you can Very Uncertain Very Certain
AS! Decrease your pain quite a bit? 1 2 3 4 5  6 7 8 9  10□□□□□□□□□□
AS2 Continue most of your daily activities? 1 2 3 4 5 6 7 8 9 10□□□□□□□□□□
AS3 Keep arthritis pain from interfering with your 1 2 3 4 5 6 7 8 9 1 0□□□□□□□□do
AS4 Make a small-to-moderate reduction in your 1 2 3 4 5 6 7 8 9 1 0
arthritis pain by using methods other than (“"I (“"I
taking extra medication? I—* I—P '—P I—P I—P L_J I—P I—P I—P I—P
AS5 Make a large reduction in your arthritis pain 1 2 3 4 5 6 7 8 9 10
by using methods other than taking extra □ □ □ □ □ □ □ □ □ □
AS6 Control your fatigue? 1 2 3 4 5  6 7 8  9 10□□□□□□□□□□
AS7 Regulate your activity so as to be active 1 2 3 4 5 6 7 8 9 10
without aggravating your arthritis? □ □ □ □ □ □ □ □ □ □
AS8 Do something to help yourself feel better if 1 2 3 4 5 6 7 8 9 10
you are feeling blue? □ □ □ □ □ □ □ □ □ □
AS9 Manage arthritis pain during your daily 1 2 3 4 5  6 7  8 9 1 0
activities, as compared to other people with p""|
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1 2 3 4 5 6 7 8 9 10naaaaaaaaa
1 2  3 4 5 6 7 8 9 10□□□□□□□□□□
G.S.E.
Please answer ALL the questions simply be ticking (*0 the appropriate box.
AS 10 Manage your arthritis symptoms so that you 
can take pleasure from things that you enjoy 
doing?
ASll Deal with the frustration of arthritis?
GSl I always manage to solve problems if I try Not at all true Barely true Moderately true Exactly true
hard enough.
□ □ □ □
GS2 If someone opposes me, I can find ways Not at all true Barely true Moderately true Exactly true
and means to get what I want.
□ □ □ □
GS3 It is easy for me to stick to my aims and Not at all true Barely true Moderately true Exactly true
accomplish my goals.
□ □ □ □
GS4 I am confident that I could deal efficiently Not at all true Barely true Moderately true Exactly true
with unexpected events.
□ □ □ □
GS5 Thanks to my resourcefulness, I know Not at all true Barely true Moderately true Exactly true
how to handle unforeseen situations.
□ □ □ □
GS6 I can solve most problems if I invest the Not at all true Barely true Moderately true Exactly true
necessary effort.
□ □ □ □
GS7 I remain calm when facing difficulties Not at all true Barely true Moderately true Exactly true
because I rely in my coping abilities.
□ □ □ □
GS8 When I am confronted with a problem, I Not at all true Barely true Moderately true Exactly true
usually find several solutions.
□ □ □ □
GS9 If I am in trouble, I can usually think of Not at all true Barely true Moderately true Exactly true
something to do.
□ □ □ □
GS10 No matter what comes my way, I am Not at all true Barely true Moderately true Exactly true
usually able to handle it.
□ □ □ □
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C.R.A.
Here are some different statements that people commonly make to describe how they personally cope with 
rheumatoid arthritis. Could you please think of the problems you may sometimes have because of your 
illness and say for each of the following statements how often you adopt the particular approach to the 
problems.
Please answer ALL the questions simply be ticking (*0 the appropriate box.
CR1 I try to stay as active as possible. Never Almost never Sometimes Quite often Very often Always
□  □  □  □  □  □
CR2 I try to read books or articles Never Almost never Sometimes Quite often Very often Always
about my illness. a a a n  a a
CR3 I try to rest as much as possible. Never Almost never Sometimes Quite often Very often Always
□  □  □  □  □  □
CR4 I tell myself that the pain doesn't Never Almost never Sometimes Quite often Very often Always
really hurt. Q  □  □  □  □  □
CR5 I find talking with friends and Never Almost never Sometimes Quite often Very often Always
family about the problem of
arthritis helpful. I— P I—J  1— P I— P I—P I— P
CR6 I try to become involved in as Never Almost never Sometimes Quite often Very often Always
many activities as possible to (““I
take my mind off the problems I— P I— P I— P I— P I— P I— P
caused by the disease.
CR7 i keep my pain to myself, so few Never Almost never Sometimes Quite often Very often Always
of my friends know I'm in pain. □  □  □  □  □  □
CR8 I try to exercise the joints as Never Almost never Sometimes Quite often Very often Always
much as possible. □  □  □  □  □  □
CR9 If other people are sympathetic, Never Almost never Sometimes Quite often Very often Always
it helps me cope. Q  Q  Q  Q  □ □
CR10 I compare myself with other Never Almost never Sometimes Quite often Very often Always 
people who have worse health □  □  □  □  □  □
CRi l Having rheumatoid arthritis has Never Almost never Sometimes Quite often Very often Always
helped me to find new faith or (“"I i ^ j
some important truth about my I— P I— P I— P I— P I— P I— P
life.
CR12 I pray to God for relief from the Never Almost never Sometimes Quite often Very often Always
CR13 My arthritis can make me self- Never Almost never Sometimes Quite often Very often Always
conscious, so than avoid Q  Q  Q  □ □ □
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CR14
CR15
CR16
CR17
CR18
CR19
CR20
CR21
CR22
CR23
CR24
CR25
CR26
CR27
CR28
CR29
CR30
I ask questions of my doctor Never Almost never Sometimes Quite often Very often Always
about the illness. □  □  a  a  o  a
I walk as much as I can in order Never Almost never Sometimes Quite often Very often Always 
tostayactive. O  O  □  □  □  □
I pray to God that the pain will Never Almost never Sometimes Quite often Very often Always 
get better someday. □  o n  o  □  □
I find it easier to cope with my Never Almost never Sometimes Quite often Very often Always 
arthritis by expressing my j^ T | |^ T [ f““l
feelings outwardly. '— * *— P I— P '— P I— P I— P
I tell myself that my arthritis is Never Almost never Sometimes Quite often Very often Always
not really that bad. □  □  □  □  □  □
I keep any worries I may have Never Almost never Sometimes Quite often Very often Always 
about arthritis to myself.
Having rheumatoid arthritis has Never Almost never Sometimes Quite often Very often Always 
made me develop into a better □  □  □  □  □  □
When I'm in pain I prefer to be Never Almost never Sometimes Quite often Veiy often Always
a l o n e - □ □ □ □ □ □
I try to find as much information Never Almost never Sometimes Quite often Very often Always 
about the problem as possible. □  □  □  □  □  □
I take the view that there is very Never Almost never Sometimes Quite often Very often Always 
little anyone can do about the □  □  □  □  □  □
I find myself wishing that I Never Almost never Sometimes Quite often Very often Always
□  □  □  □  □  □
I try to ignore the problem by Never Almost never Sometimes Quite often Very often Always
□  □  □  □  □  □
I try to avoid situations where Never Almost never Sometimes Quite often Very often Always
my arthritis would become □  □  □  □  □  □
When it gets bad I find myself Never Almost never Sometimes Quite often Very often Always□ o □ □ □ □
I tell myself not to think about Never Almost never Sometimes Quite often Very often Always
my arthritis.
never had arthritis.
looking at the good things in 
life.
taking it out on others around 
me.
Resting at times during the day Never Almost never Sometimes Quite often Very often Always 
helps me cope. Q  Q  Q  □  □  □
I ask other people to help with Never Almost never Sometimes Quite often Very often Always
those things I can't manage f“ l
because of my arthritis. I— P I— P I— P I— P I— P I— P
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CR31 I find the best way to deal with Never Almost never Sometimes Quite often Very often Always
morning stiffness is to push 
myself to get active. □ □ □ □ □ □
CR32 There are some things that I Never Almost never Sometimes Quite often Very often Always
avoid eating or drinking because 
they are not good for my □ □ □ □ □ a
arthritis.
CR33 There are some special things I Never Almost never Sometimes Quite often Very often Always
buy to eat or drink because of 
my arthritis. □ □ □ □ □ □
CR34 I try to keep my weight down Never Almost never Sometimes Quite often Veiy often Always
because of my arthritis.
□ , □ □ □ □ □
CR35 Re-organising my daily routine Never Almost never Sometimes Quite often Very often Always
helps me get through the 
problems of arthritis. □ □ □ □ □ □
CR36 One important way I cope is by Never Almost never Sometimes Quite often Very often Always
simply accepting the problem of 
my arthritis. □ □ □ □ □ □
S.H.A.
We are interested in learning how your illness affects your ability to function in daily life. Please tick ( / )  
the one response which best describes your usual abilities over the past week.
DRESSING AND GROOMING Are you able to:
SHI a Dress yourself, including tying Without any With some With much Unable to
shoelaces and doing buttons? difficulty difficulty difficulty do
□ □ □ □
SHlb Shampoo your hair? Without any With some With much Unable to
difficulty difficulty difficulty do
□ □ □ □
RISING Are you able to:
SH2a Stand up from an armless straight Without any With some With much Unable to
char? difficulty difficulty difficulty do
□ □ □ □
SH2b Get in and out of bed? Without any With some With much Unable to
difficulty difficulty difficulty do
□ □ □ □
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EATING Are you able to:
SH3a Cut your meat? Without any With some With much Unable to
difficulty difficulty difficulty do
□ □ □
SH3b Lift a full cup or glass to your Without any With some With much Unable to
mouth? difficulty difficulty difficulty do
□ □ □ □
SH3c Open a carton of milk (or soap Without any With some With much Unable to
powder)? difficulty difficulty difficulty do
□ □ □ □
WALKING Are you able to:
SH4a Walk outdoors on flat Without any With some With much Unable to do
ground? difficulty difficulty difficulty
□ □ □ □
SH4b Climb up five steps? Without any With some With much Unable to do
difficulty difficulty difficulty
□ □ □ □
Please tick ( / )  any aids or devices that you usually use for any of these activities:
Cane Devices used for dressing (buttonhook,
1— f zipper pull, long handled shoe horn etc.) □
Walking Frame Built-up or special utensils n
Crutches Special or built-up Chair □
Wheelchair Other (please specify) □
Please tick { / )  any categories for which you usually need help from another person:
Dressing and Grooming Eating □
Rising l ^ j  Walking □
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Please tick ( / )  the one response which best describes your usual abilities over the past week.
HYGIENE Are you able to:
SH5a Wash and dry your entire body? Without any With some With much Unable to
difficulty difficulty difficulty do□ □ □ □
SH5b Jake a bath? Without any With some With much Unable to
difficulty difficulty difficulty do□ □ □ □
SH5c Get on and off the toilet? Without any With some With much Unable to
difficulty difficulty difficulty do□ □ □ □
REACH Are you able to:
SH6a Reach and get down a 51b object (e.g. Without any With some With much Unable to
a bag of potatoes) from just above difficulty difficulty difficulty do
your head?
. □ □ □ □
SH6b Bend down to pick up clothing from Without any With some With much Unable to
the floor? difficulty difficulty difficulty do□ □ □ □
GRIP Are you able to:
SH7a Open car doors? Without any With some With much Unable to
difficulty difficulty difficulty do
□ □ □ □
SH7b Open jars which have previously Without any With some With much Unable to
been opened? difficulty difficulty. difficulty do
,  □ □ □ □
SH7c Turn taps on and off? Without any With some With much Unable to
difficulty difficulty difficulty do
□ □ □ ■ □
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ACTIVITIES Are you able to:
SH8a R un errands and shop? Without any With some With much Unable to
difficulty difficulty difficulty do□ □ □ □
SH8b Get in and out of the car? Without any With some With much Unable to
difficulty difficulty difficulty do□ □ □ □
SH8c Do chores such as vacuuming, Without any With some With much Unable to
housework or light gardening? difficulty difficulty difficulty do□ □ □ □
Please tick ( / )  any aids or devices that you usually use for any of these activities:
Raised toilet seat p |  Bath rail □
Bath seat p |  Long handled appliances for reach n
Jar opener (for jars previously opened) p |  Other (please specify) □
Please tick (*0 any categories for which you usually need help from another person:
Hygiene p |  Gripping and opening things n
Reach p i  Errands and housework □
P.D.
Finally, please would you answer the following questions about yourself:
How old are you?
What is / was your main occupation?
How old were you when you left 
school?
Please indicate with a tick (*Q to which of these ethnic groups you belong:
Black- African p |  Indian □
Black- Caribbean p |  Bangladeshi □
Black- Other p |  Pakistani □
Chinese p |  White □
Other (please specify) □
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How long have you had rheumatoid arthritis?
Have you ever seen an alternative practitioner (e.g. acupuncturist, faith healer) or taken alternative 
medication (e.g. ginseng, oil of evening primrose oil)? Please write details below: ________
If you had to pick ONE of the descriptions below to describe your personality, which would it be? Tick 
(*0 one only:
Optimistic p " | Short-tempered □
Tend to sadness p |  Calm □
On average, what has your arthritis pain been like over the last week? Please put a mark on the scale:
No pain I---------------------------------------------- ---- 1 Pain as bad as it could be
Do you consent to your general practitioner (GP) being informed of your 
participation in this study?
Yes F I  No □
THANK YOU VERY MUCH FOR TAKING THE TIME TO COMPLETE 
THIS BOOKLET.
PLEASE RETURN THE BOOKLET BY PLACING IT IN THE 
ENVELOPE PROVIDED AND PUTTING IT IN THE POST -  YOU DO 
NOT NEED A STAMP THE POSTAGE IS ALREADY PAID.
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APPENDIX III - CORRELATION MATRIX OF ILLNESS REPRESENTATIONS, 
COPING PROCEDURES, OUTCOME MEASURES AND CLINICAL MEASURES OF 
RHEUMATOID ARTHRITIS
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APPENDIX IV -  CORRELATIONS BETWEEN ILLNESS REPRESENTATION AND 
COPING UNDER CONDITION OF LOW AND HIGH GENERALISED SELF- 
EFFICACY
Correlation between illness representation and coping under condition of low generalised 
self-efficacy
Correlations
Faith Rest
Active & 
Information 
Seeking
Avoidant & 
Resigned Diet
Emotional
Expression
Cognitive 
Strategies & 
Internalising
Symptom Identity Pearson Correlation .135 .405" -.085 .424" .326* .168 -.190
Sig. (2-tailed) .308 .001 .521 .001 .013 .212 .150
N 59 59 59 59 58 57 59
Number of Causes Pearson Correlation .237 .236 -.014 .270* .092 .415" -.056
Sig. (2-tailed) .079 .080 .920 .044 .504 .002 .680
N 56 56 56 56 55 55 56
Time Line Pearson Correlation -.160 .107 -.024 .326* -.073 -.051 .007
Sig. (2-tailed) .223 .416 .855 .011 .581 .703 .960
N 60 60 60 60 59 59 60
Consequences Pearson Correlation -.091 .259* .113 .580" .169 .267* -.039
Sig. (2-tailed) .499 .050 .399 .000 .209 .045 .771
N 58 58 58 58 57 57 58.
Controllability Pearson Correlation -.225 .029 .302* -.543" .039 .236 -.109
Sig. (2-tailed) .087 .830 .020 .000 .770 .077 .411
N 59 59 59 59 58 57 59
**• Correlation is significant at the 0.01 level (2-tailed). 
*• Correlation is significant at the 0.05 level (2-tailed).
Correlation between illness representation and coping under conditions of high generalised 
selfJefficacy
Correlations
Faith Rest
Active & 
Information 
Seeking
Avoidant & 
Resigned Diet
Emotional
Expression
Cognitive 
Strategies & 
Internalising
Symptom Identity Pearson Correlation .247 .056 .202 .171 .152 .307* .036
Sig. (2-tailed) .119 .720 .193 .272 .330 .045 .818
N 41 43 43 43 43 43 43
Number of Causes Pearson Correlation -.134 .149 -.053 .093 .179 .229 .003
Sig. (2-tailed) .403 .341 .735 .552 .249 .140 .985
N 41 43 43 43 43 43 42
Time Line Pearson Correlation -.026 .312* .112 .214 .140 .173 -.001
Sig. (2-tailed) .873 .041 .475 .168 .371 .268 .996
N 41 43 43 43 43 43 42
Consequences Pearson Correlation .120 .330* .044 .465*1 .058 .340* -.138
Sig. (2-tailed) .448 .029 •779 .001 .707 .024 .378
N 42 44 44 44 44 44 43
Controllability Pearson Correlation .132 .066 .108 -.448*1 .283 -.155 .009
Sig. (2-tailed) .403 .674 .490 .003 .066 .321 .955
N 42 43 43 43 43 43 42
*• Correlation is significant at the 0.05 level (2-tailed). 
**• Correlation is significant at the 0.01 level (2-tailed).
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APPENDIX V -  CORRELATIONS BETWEEN COPING AND OUTCOME UNDER 
CONDITIONS OF LOW AND HIGH ARTHRITIS SPECIFIC SELF-EFFICACY 
Correlation between coping and outcome under conditions of low arthritis specific self- 
efficacy
Correlations
Psychiatric
Morbidity
Disability
Index Pain
Faith Pearson Correlation .209 .214 .374*'
Sig. (2-tailed) .149 .135 .008
N 49 50 50
Rest Pearson Correlation .057 .038 -.223
Sig. (2-tailed) .699 .794 .120
N 49 50 50
Active & Information Pearson Correlation -.055 -.139 .049
Seeking Sig. (2-tailed) .705 .336 .738
N
49 50 50
Avoidant & Resigned Pearson Correlation .342* .155 .253
Sig. (2-tailed) .016 .282 .076
N 49 50 50
Diet Pearson Correlation .281 .277 -.040
Sig. (2-tailed) .050 .054 .784
N 49 49 49
Emotional Expression Pearson Correlation .157 .094 .275
Sig. (2-tailed) .288 .523 .056
N 48 49 49
Cognitive Strategies & Pearson Correlation -.084 -.125 -.035
Internalising Sig. (2-tailed) .572 .393 .810
N 48 49 49
**• Correlation is significant at the 0.01 level (2-tailed). 
*• Correlation is significant at the 0.05 level (2-tailed).
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Correlation between coping and outcome under conditions of high arthritis specific self- 
efficacy
Correlations
Psychiatric
Morbidity
Disability
Index Pain
Faith Pearson Correlation .259 .232 .109
Sig. (2-tailed) .076 .105 .450
N 48 50 50
Rest Pearson Correlation .241 .307* .266
Sig. (2-tailed) .092 .027 .056
N 50 52 52
Active & Information Pearson Correlation .001 -.075 .006
Seeking Sig. (2-tailed) .996 .595 .965
N
50 52 52
Avoidant & Resigned Pearson Correlation .249 .149 .008
Sig. (2-tailed) .081 .292 .956
N 50 52 52
Diet Pearson Correlation .131 .072 .144
Sig. (2-tailed) .366 .614 .309
N 50 52 52
Emotional Expression Pearson Correlation .075 .202 .145
Sig. (2-tailed) .610 .156 .311
N 49 51 51
Cognitive Strategies & Pearson Correlation .104 -.053 -.093
Internalising Sig. (2-tailed) .474 .708 .510
N 50 52 52
*• Correlation is significant at the 0.05 level (2-tailed).
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